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Patient case
In my medical practice as an intellectual disability (ID) physician, I meet Tom, a man 
with a mild ID, aged 43. Recently, he came to live in a community group home run 
by the ID care service provider where I work. Four weeks after his move, a medical 
appointment was made for him, at his request, by one of his support workers. 
Tom, who visits me without a support worker, tells me that the reason for coming 
is that he has been feeling very tired over the last few months. He asks me what I 
can do to make him feel better. 
 Tom finds it difficult to recount details of his medical history and of the course of 
his complaints in the last weeks. Questions about what he means by ‘feeling tired’ and 
whether he has lost weight appear to be hard for him to answer as well. I ask Tom for 
permission to phone one of his support workers during the consultation, in order to 
retrieve some extra information about his functioning in the previous weeks, but, 
unfortunately, I can’t reach anybody on the phone. On checking his medical file, 
I notice that the electronic medical record that we received from his previous doctor, 
a general practitioner with whom he was registered temporarily for some months, 
contains sparse information about his history. In brief, it tells me that Tom received 
professional help for alcohol and drug misuse 15 years ago and that he uses anti- 
depressant medication. 
 I ask Tom to make a new appointment in one week, to give me time to retrieve some 
more information on his medical history in the meantime. At the end of the afternoon, 
I again phone his group home and speak to a temporary support worker who tells me 
that Tom’s personal support worker, Steven, will be back in the office within five days. 
 When I call Steven five days later, he mentions that there’s a large envelope with 
all kinds of papers about Tom on his desk. Steven has not sorted out which information 
to distribute to whom, yet. It appears that, amongst other types of documents, 
it contains a set of paperwork that the GP practice gave to Tom, including all the 
material that had not been scanned and attached to his digital medical record. 
 Three weeks later, I suddenly realise that I haven’t seen Tom in my office. A follow-up 
consultation has not been scheduled by Tom, or by his support workers or myself.
Background
To be honest, I could have chosen the case history of almost any patient in my practice 
to introduce the topic of this thesis: health information exchange. For me as an ID 
physician, the fact-finding work displayed in this case is all too common, as it is in 
general practice, according to the many GPs with whom our research department has 
shared field experiences with people with ID. It is illustrative of the complexity of 
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Health of people with intellectual disabilities
Health disparities in people with intellectual disabilities and their determinants
Over the last two decades, abundant evidence has been published on the health 
differences between patients with ID and the general patient population. Compared 
to patients without ID, people with ID are more at risk of having undiagnosed or 
untreated conditions (5, 6), are more likely to suffer from multi-morbidity or problems 
relating to antipsychotic drug use and polypharmacy (7-9) and have an overall shorter 
life expectancy (10). 
 The observed poor health of people with ID is seen as resulting from a combination 
of interrelated determinants. In the literature, the following five broad health 
determinants categories are distinguished (11-14). First, genetic and biological causes 
of ID account for syndrome-associated health risks and secondary conditions related 
to having ID. Second, socio-cultural and physical environment conditions, such as 
social support and poverty, determine the health of people with ID. Third, personal 
lifestyle choices and risky health behaviour impact on the health of people with ID. 
The level of ID, with concomitant communication and literacy problems, is a fourth 
determining category. Lastly, access to quality healthcare is regarded as a major 
determinant of health in this patient group, where healthcare access commonly refers 
to potential and realised entry into, and use of, healthcare services, but also to factors 
influencing entry or use (15-18).
 In what way does health information exchange (HIE) relate to access to quality 
healthcare? In the ID literature, access to quality healthcare functions as a catch-all 
term, referring to a myriad of healthcare characteristics and covering more or less the 
extent to which healthcare settings are adapted to the characteristics and needs of 
patients with ID. It is described in terms of aspects that determine successful use of 
health services, such as monitoring of health conditions, skills, knowledge and 
attitudes of healthcare professionals, and the availibility of specialised services (11-14). 
Health information is critical to accessing and benefiting from healthcare provision 
(19, 20). The presence of health information can be considered as associated with 
healthcare access and may, consequently, influence health outcomes of people with 
ID: intellectual disabilities and related communication problems affect individuals’ 
capacity to recognise and communicate their health status, for which they then often 
rely on third parties. Discontinuity of third parties may lead to deficits in the exchange 
of health information, which in turn may lead to problems in recognising health 
problems and initiating appropriate action to access or inform health services (12, 21). 
This may subsequently lead to non-realised medical consultations, patient’s and 
doctor’s delay, misdiagnosis and ineffective treatment (10, 13). In addition, inadequate 
feedback of information on the diagnosis and the treatment plan may contribute to 
poor patient and/or carer adherence (22, 23). 
medical care for people with ID, for whom good health is seldom self-evident and 
often dependent on the efforts of others. 
 Intellectual disability is defined as impaired social functioning and limited 
cognitive ability that have developed before the age of 18 years (1). Retrieving the right 
health information at the right time can be quite challenging for a doctor caring for 
patients with ID. In the knowledge that good diagnoses can only come from good 
information, dealing with these challenges in multidisciplinary communication and 
cooperation constitutes a large part of the professional training of ID physicians. 
 When health information regarding people with ID is being shared and used, 
several perspectives have to be taken into account. First of all, of course, patients 
themselves are the principal owner and stakeholder of the health information 
concerned. They have a legal and moral right to be involved in information about their 
own health and to be addressed by health professionals in a way that facilitates this 
involvement. 
 Second, relatives and professional carers who support persons with ID in staying 
healthy have both the need and the task of handling the health information of those 
they care for and, in addition, can also be the sources of new information. 
 Third, several different types of health professionals care for patients with ID. 
The ID physician is only one of them and, moreover, only exists in the Netherlands. 
In most countries, including the Netherlands, primary medical care for people with ID 
is mainly delivered by general practitioners (GPs), who have key roles in directing care 
and are, in several countries, also the point of entry to secondary care (2). As generalist 
physicians, they care for a broad range of patients and do this very effectively: in the 
Netherlands, more than 95% of all episodes of care are completely covered in primary 
care (3). The mean duration of a Dutch GP consultation is 11 minutes (4) and, within 
this relatively short timespan, GPs have the challenging task of finding out the patient’s 
reason for encounter, taking a medical history, performing a medical examination, 
coming up with a preliminary diagnosis and corresponding treatment plan, and 
discussing this with the patient. Meanwhile, they also have to address the patient’s 
feelings, concerns, emotions and roles in shared decision making – no easy matter 
even in the general patient population, but certainly not when it concerns patients 
with ID, who often require the practitioner to make health communication adjustments. 
 Lastly, there is the public health perspective to take into account. People with ID, 
as a patient group, have considerably worse health outcomes than the general 
population. To explain differences in health status between groups, it is important to 
look at factors that might influence health outcomes in specific patient groups, such 
as patients with ID. Given that doctors need quality health information for good 
diagnoses, and patients need quality information to maintain or achieve good health, 
there is every reason to focus on how well this information is exchanged between all 
parties involved.  
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with regard to doctor-patient communication and shared decision making (39-43). 
However, literature that describes the exchange of health information in interdisci-
plinary aged care environments is scarce (44). In the literature on patients with 
(severe) mental illnesses, we can find HIE in relation to recognition and monitoring of 
physical diseases being discussed in terms of doctor–patient communication problems 
and lack of information exchange between primary care teams and mental health 
professionals (45-47). 
 Although patients with (severe) mental illnesses and elderly patients may show 
similarities or overlap with patients with ID, there are also many significant differences 
between these patient groups, e.g. with regard to the developmental phases of life 
and accompanying care systems and cultures. This justifies research focusing explicitly 
on HIE in the field of ID care. 
 In the ID health literature, relatively little attention is paid to information 
exchange in the context of medical care. It is rather the effect of missing information 
that is described than the processes preceding it, and, if studied, missing health 
information is often mainly attributed to impaired patient communication or discussed 
rather generally in terms of continuity of care (5, 48). Little is known yet about 
additional factors that may influence HIE, nor about the way in which these factors 
might influence HIE, for example patient and carer literacy, involvement of both formal 
and informal carers, or adaptations in medical consultation planning (13, 14, 49). 
 In order to get a better understanding of what is actually taking place when 
health information is (or is not) being exchanged, a thorough analysis of the process 
of HIE in ID care practice is required, including the context of collaboration between 
primary and ID care service providers. What are the barriers and facilitators? Which 
actions and factors are conditional to effective HIE? Answers to these questions may 
enable us to make recommendations for daily practice and future interventions aimed 
at improving HIE in primary healthcare for patients with ID.
Overall aim and research questions
This thesis aims to provide insight into the determinants of HIE between GPs, practice 
assistants, patients with ID and their (in)formal carers, and to identify the actions and 
factors considered most important and feasible for effective HIE in daily practice, with 
the overall aim of detecting processes that can be influenced in order to optimise 
primary medical care and achieve better health outcomes for this patient group.
Four main research questions relating to these aims were formulated:
1. What themes relating to barriers to, and facilitators of, HIE in GP care for individuals 
with ID can be derived from the ID healthcare literature?
In this thesis, the exchange and thus the availability of health information has been 
chosen as a topic of investigation, with patient health information being a key to 
proper diagnoses, fitting treatments and patient/carer adherence, and thus to better 
healthcare. For the study’s purposes, health information exchange is defined as 
factual or experiential information about the  previous, current or future physical or 
mental health or wellbeing of an individual with ID, including related diagnostic and 
treatment activities, which may be conveyed verbally, electronically, or in written form 
and exchanged between at least two individuals or recorded by an individual in some 
format (24).  
Health information exchange in other research fields and in vulnerable  
patient groups
The topic of HIE is not only relevant to research on healthcare access. It can be found 
in neighbouring research fields, such as research on medical communication, continuity 
of care, cross-boundary patient handovers, electronic health information data 
management and health literacy. Although relevant for the study of HIE, these fields 
do not capture the entire process of health information exchange between patients, 
healthcare professionals and carers during and outside medical consultations. We can, 
for example, find abundant publications that focus on exchange of health information 
in relation to doctor-patient communication and behaviour during the medical 
consultation (19, 25). In these publications, less attention is paid to exchange of health 
information outside the medical consultation. In the literature on continuity of care, 
informational continuity primarily constitutes the registration of medical information 
(26-28), which can be considered both conditional to, and dependent on, HIE (29), but 
overlooks other aspects of HIE. Additional types of continuity of care may address the 
quality and frequency of contact between patients, healthcare professionals and carers, 
but do not have the exchange of health information as primary focus (30). Lastly, 
in research on health literacy, the focus is primarily on the cognitive and social skills 
by which individuals are able and motivated to gain access to, understand and use 
health information to promote and maintain good health, and less on the roles of 
carers in this respect (31, 32). 
 People with ID are essentially no different from patients in the general population. 
However, they are special in the sense that a high concentration of general aspects 
that may hinder HIE prevails within this group, such as cognitive and communication 
impairments and the involvement of many third parties. Research on people with ID 
may therefore show common ground with research on other vulnerable patient 
groups in interdisciplinary care settings, such as elderly people or people with severe 
psychiatric conditions. With regard to elderly people, HIE is partly apparent in research 
that focuses on information needs during medical consultations (33-36), on 
information recall (37, 38) and on the roles of third parties during the consultation 
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Professional support workers have received training in social work or nursing. The type and 
amount of service allocated by a governmental healthcare authority determines to 
some extent whether support workers are able to attend doctors’ appointments, with 
people with floating support receiving less support in visiting their doctor. In these 
support settings, it is rather a support worker than a relative who accompanies an 
adult with ID to the doctor. 
Methodological considerations and outline of this thesis
The chapters following this introduction present the studies that addressed the 
research questions above, including a general discussion of the results. We have 
chosen to focus on HIE in relation to GP consultations. First, a basic framework was 
constructed of the actors and care contexts relevant for ID care service providers’ 
clients receiving general practice care (Figure 1). For research purposes, three stages 
relating to the GP consultation were included: 1. initiation of a GP consultation and 
other preparatory work; 2. the actual GP consultation itself; and 3. the follow-up stage, 
which can, but need not, lead to initiating a consecutive GP consultation within a 
short timespan. Given these stages and the described ID care setting, the principal 
groups consulted in this research project are 1. people with ID; 2. formal and informal 
carers from their support system (professional support workers and relatives); 3. GPs 
and GP assistants; and 4. ID physicians working within ID care service providers. 
 The research project was undertaken within the setting of an Academic Collaborative 
Centre (Stronger on your own feet, Dutch: Sterker op Eigen Benen), in which nine ID care 
service providers collaborate with an academic hospital in practice-oriented research. 
In accordance to the cooperation principles of the Centre, the research team organised 
mid-term evaluations of the research process and research results with a group of delegate 
consultants of several parties within the Centre (people with ID, relatives, support 
workers, a GP, a behavioural scientist and an ID care service policy officer).  In addition, 
an invitational conference was convened to present and discuss the final results with a 
large group of delegates from the Dutch field of ID care and primary care. The conference 
was aimed at both informing and consulting experts from this field of care.
 Four studies were conducted within the research project; these are briefly 
described below to provide an outline of the thesis. 
 Chapter 2 provides a literature review in which it is reported how HIE in GP care for 
people with ID is currently described in the ID healthcare literature and the themes 
relating to barriers to, and facilitators of, HIE that can be derived (research question 1). 
We used a qualitative review analysis method for this review. Because of the relative 
paucity of literature directly studying HIE for patients with ID, we conducted our 
review within the context of  primary healthcare access for people with ID.
2. What experiences with barriers and facilitators in the exchange of health 
information before, during and after completion of GP consultations are reported 
by people with ID, relatives, professional support workers, GPs and GP assistants?
3. Which of the actions and factors facilitating health information exchange, 
derived from the results of the previous two research questions, does an expert 
panel of GPs, professional support workers and ID physicians prioritise as most 
important for effective health information exchange regarding people with ID 
who receive care from ID care service providers?
4. What is the feasibility in daily practice of the prioritised actions and factors 
facilitating health information exchange, as perceived by the expert panel of GPs, 
professional support workers and ID physicians?
Research setting: Dutch primary healthcare and  
ID care provision
In this thesis, HIE is studied in the context of Dutch primary healthcare and ID care 
provision, for which some background information is provided in this section.
 In the Netherlands, GPs are the gatekeepers of secondary care (50). GP practices 
register approximately 2150 fixed patients in one practice (51) and are usually located 
in multidisciplinary healthcare centres in which GPs work predominantly in partnership 
with other GPs, practice assistants and practice nurses (50). Practice assistants have 
important roles in triage decisions during receptionist activities and in channelling 
health information to the actual consultation. In addition, they perform certain 
medical- technical tasks (50). 
 ID care service providers serve on average 1200 people with a varying level of ID 
and support needs (52) within various care arrangements: residential care facilities, 
community-based homes, supported living and day activity centres. Service provision 
may vary from floating support several hours a day or a week to people living alone or 
with family, to 24-hour staffed residential care, where people with ID live together in 
small group homes at one venue. 
 In the last three decades, primary care services have largely replaced residential 
medical care in providing for the health needs of individuals with ID (48). In most 
countries, including the Netherlands (52), the GP is now the principal physician for 
most people with ID who live in community-based homes or independently. Within 
residential care facilities, ID physicians provide both primary and specialist care, often 
in cooperation with local or employed GPs. In addition, GPs can refer non-residential 
individuals to ID physicians in specialised out-patient clinics for disability-related 
health problems. ID physicians have completed three years of specialist training in ID 
medicine. 
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Abstract 
Many barriers to the provision of general practice (GP) care for people with intellectual 
disabilities (ID) relate to problems in exchanging health information. Deficits in the 
exchange of health information may have an adverse impact on healthcare access and 
health outcomes in individuals with ID. The aim of this paper is to report how health 
information exchange (HIE) in GP care for people with ID is being described in the ID 
healthcare literature. Thematic analysis of 19 included articles resulted in six major 
themes: (1) communication skills; (2) organisational factors; (3) record keeping and 
sharing; (4) health literacy and self-advocacy; (5) carers and health professionals’ 
knowledge; and (6) third parties. The results indicate that HIE takes place in a chain of 
events happening before, during, and after a medical consultation, depending on 
specific contextual care factors. The included papers lack a broad focus on the entire 
HIE process, and causes and effects of gaps in health information are described only 
marginally or on a very general level. However, a study of the HIE process in its entirety 
is imperative in order to identify weak links and gaps in information pathways. The 
themes presented here provide a starting point for an in-depth study on the HIE 
process in GP care for individuals with ID that may facilitate future research on health 
interventions in this setting.
Introduction
Sharing information is pivotal in the delivery of high-quality patient care services and 
in the effectiveness of healthcare organisations [1-3]. This applies all the more to patients 
with communication and cognitive impairments and therefore gives us reason to 
focus on the exchange of health information concerning patients with intellectual 
disabilities (ID). Deficits in the exchange of health information may lead to problems 
in identifying health problems and initiating appropriate action. This may subsequently 
result in non-realised medical consultations, patient and doctor’s delay, misdiagnosis, 
and ineffective treatment [1, 4, 5]. Inadequate sharing of health information may thus 
lead to impaired healthcare access and a negative influence on health outcomes in 
individuals with ID. 
 In the last three decades, in many countries, there has been a shift from residential- 
based medical care to community-based general practice care (GP care) [6]. Many 
barriers to the provision of GP care to people with ID relate to problems in exchanging 
health information, for example communication difficulties and time constraints in 
consultations [6, 7].
 In the ID health literature, relatively little attention is paid to exchange of 
information in the context of medical care; and, if studied, missing health information 
is often mainly attributed to impaired communication, whereas there are good 
reasons to assume a wider range of influential factors specific to the context of 
primary healthcare for people with ID; for example: dependence on formal carers in 
history taking, patient health literacy, involvement of relatives, or adaptations in 
consultation time [5, 6, 8, 9]. Given the still increasing role of GPs in providing medical 
care to people with ID, a comprehensive model of factors influencing exchange of 
health information concerning patients with ID in GP care could facilitate future 
research on health interventions in this setting. A systematic search of the ID 
healthcare literature is a first step to such a model. Therefore, this paper aims to report 
how health information exchange (HIE) in GP care for people with ID is currently 
described in the ID healthcare literature. We define HIE as: all ways of sharing and 
transferring verbal (oral or written) personalised health information concerning a 
person with ID; in this context: between the individual with ID, carers, GPs, and GP 
assistants. The guiding research question for this review is: what themes relating to 
barriers to, and facilitators of, HIE in GP care for individuals with ID can be derived 
from the ID healthcare literature?
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Methods
Search strategy
A two-step search strategy was designed with the help of an information specialist, 
as outlined in Fig. 1. Searches were limited to publications written in English and 
published between 2003 and 2012. The search was limited to papers published not 
longer than ten years ago, since the organisation of primary health care is subject 
to many changes, making older papers less relevant. An overview of search terms, 
based on available MeSH (Medical Subject Heading) terms and derived keywords, 
is provided in Box 1. Both quantitative and qualitative studies were eligible for 
inclusion. Papers were included if they described (1) the verbal exchange of personalised 
health information in (2) a GP care setting. The initial PubMed search used search 
terms relating to health information (exchange) combined with terms for ‘intellectual 
disabilities’ and yielded 248 papers. Titles and abstracts were screened for relevance 
(MM), resulting in two relevant articles. Excluded studies described: general health 
promotion activities; accessibility of general (online) health information; exchange of 
non-verbal health information; patients with mental disabilities or physical disabilities 
without ID; dental, palliative, substance abuse, or paramedic care; or a secondary 
healthcare setting. 
Box 1  Search terms.
Search terms Health information (exchange)
MeSH: Consumer health information; Health communication. Title/abstract: Consumer 
health information; Health communication*; Information* AND exchange; Information* AND 
transfer; Health information 
Search terms Intellectual disabilities
MeSH: Mental disorders; Developmental disabilities; Intellectual disability; Mental health 
services; Disability evaluation. Title/abstract: Intellectual disab*; Development disab*; 
Developmental disab*; Developmentally disab*; Learning disab*; Mental retard*; Mentally 
retard*; Development retard*; Developmental retard*; Developmentally retard*; Development 
handicap*; Developmental handicap*; Developmentally handicap*; Mental handicap*; 
Mentally handicap*; Intellectual handicap*; Intellectually handicap*; Mental deficien*; 
Mentally deficien*; Development disorder*; Developmental disorder*; Developmentally 
disorder*; Developmental deviation*; Developmental delay disorder*; Learning disorder
Search terms Healthcare access
MeSH: Health services accessibility. Title/abstract: Access to healthcare; Accessibility; 
Accessibility of health services; Health services accessibility; Availability of health services; 
Program accessibility
Secondly, the search strategy was expanded, including search terms relating to 
healthcare access, and resulted in 1202 articles. Again, titles, abstracts, full texts, and 
reference lists were screened following the procedure outlined in Fig. 1 (JN, MM). 
If articles reported on the same study, we included the version with the most relevant 
content for this study. A total of 21 articles was finally assessed (MM, JN) for quality, 
by applying a short set of five quality criteria: (1) clear description of aim(s) and objectives; 
(2) clear and appropriate design; (3) clear description of how findings were produced; 
(4) sufficient display of data to support interpretations and conclusions; (5) clear Figure 1  Flowchart of the structured literature search.
Potentially relevant citations based on
keyword searches (healthcare access) 
in PubMed. Primary screening of title +
abstract (n = 1202)    
Studies excluded because they met
exclusion criteria (n = 1176)  
Secondary screening of full text (n = 26) 
Reference search of studies (n = 15) 
Studies entering stage of quality appraisal
(n = 21)
Studies excluded because they did not meet
inclusion criterion (n = 13)  
20 potentially relevant studies identified
in reference lists (screening of full text)  
Total included studies (n = 19) 
Studies included from initial search
(health information exchange) (n = 2)  
Studies excluded 
because they did 
not meet inclusion 
criterion (n = 14) 
Inclusion
(n = 6)  
Studies excluded because they failed to meet
basic quality and relevance criteria (n = 2)    
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explanation of method of analysis [10]. This led to the exclusion of two papers. Seven 
papers could not be scored on all quality criteria because of their format. These were 
two reports, two theoretical papers, and three review papers. These papers were 
included because of their informative content and were regarded to be of sufficient 
quality for these types of papers. 
Data analysis
All 19 papers were imported in ATLAS.ti software (Scientific Software Development, 
version 6.2). Papers were analysed following a thematic analysis approach [11, 12]. 
Descriptions of barriers, facilitators, experiences, or perceptions relating to the 
communication, sharing, or retention of personalised health information were used as 
triggers for highlighting text passages. Next, codes were attached to the highlighted 
sections. Finally, we iteratively developed and discussed categories by combining 
codes, and we attached descriptive themes to the categories. These themes are 
described in the results section of this paper.
Results
Main study characteristics
Table 1 shows the characteristics of the included studies. Articles varied considerably 
with regard to the main subject studied, their study design, and participants’ 
perspective. Most studies originated from the UK (n = 11). Topics included healthcare 
access; health disparities; health services organisation; practice nurses; health self- 
advocacy; health communication; health reporting and personal health records; 
health facilitation; health literacy; and quality of healthcare. Of the empirical papers, 
nine followed a qualitative approach, in three cases combined with quantitative 
methods, and three studies exclusively followed a quantitative approach. People with 
ID and their (family and paid) carers, GPs, and practice nurses were the most frequent 
participants in empirical studies. 
Themes
Table 2 provides an overview of the descriptive themes and subthemes resulting from 
the analysis, and the studies from which they were derived. We exclusively marked 
those articles in which the theme was described in more than general terms. Table 3 
summarises barriers to, and facilitators of, health information exchange; these are 
described in more detail in the following paragraphs. 
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Communication skills
All included articles mentioned communication difficulties as a factor influencing 
(primary) healthcare encounters. A formal definition of communication was not 
provided by any of the authors. The challenges relating to communication were 
described in various ways, depending on the chosen point of view, but all articles 
referred to communication skills of either persons with ID or GPs. 
 People with ID and their carers mainly pointed out the importance of GPs having 
communication skills, emphasising the appropriate use of three-way conversation, 
using the right level of information, allowing time for information processing during 
consultation, taking words seriously from patient and carers, checking understanding, 
and being responsive to emotions or behaviour that might influence the quality and 
quantity of communication [7, 13-19]. From the GPs’ perspective, communication 
problems were not described in detail, but were mentioned as factors interfering in 
medical assessment and obtaining informed consent [5, 13, 19-24]. 
 In the included literature, communication difficulties of people with ID impacting 
on medical consultations are attributed mainly to cognitive impairments, difficulties 
in recalling or recounting a medical history or current medical information, and 
sensory or verbal impairments [7, 18-21, 23-26].
Organisational factors
Continuity of carers and care facilities is reported to impact on opportunities to retain 
or exchange health information. GPs’ most frequent concerns about care included 
continuity of care; carers and GPs experienced loss of information due to staff turnover 
or inconsistency in carer or GP attendance during consultations [5, 19, 25, 26]. Continuity 
of knowledge and information across service boundaries is also considered a challenge [16]. 
Two articles described how long-term relationships between a carer or GP and a 
person with ID can assist identification of needs because such continuity allows the 
carer/GP to recognise changes from a ‘normal’ health status, and to develop a greater 
understanding of the history, abilities, and communication style of the individual [20, 27]. 
 Preparation for GP consultation appeared as a second organisational factor 
influencing HIE opportunities. In one study, both GPs and carers noted the importance 
of having adequate background information available during GP consultation, which 
can be achieved by collaborative preparation [19]. It was, for example, suggested that 
both carers and people with ID can gather and discuss the information to be raised 
during consultation, try to always book a double appointment, book the same GP, and 
bring a health record to the appointment [7, 16, 19]. GPs, on the other hand, might be 
asked to be flexible in offering home visits or to accommodate appointment schedules, 
illustrating a third factor greatly influencing communication and HIE opportunities: 
the appointment system in GP care [7, 14, 16, 17, 24, 26]. Time constraints during 
consultation are recognised as a problem by GPs, as well as by people with ID and their T
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carers [7, 14, 16-19, 25-27]. Turk and Burchell (2003), in their review section, mention 
that some carers have argued that one of the “most efficient ways to improve health 
in people with ID is offering double appointment times.”[26] Family carers have 
reported insufficient time to compensate for communication barriers, or to ask 
questions during consultation [17]. In addition, scheduling double appointments has 
been mentioned as a potential solution for the time needed for three-way conversation 
[19]. However, some articles also reported that remuneration agreements between 
healthcare funding bodies and GPs can limit the possibilities of offering double 
appointments [7, 18, 19].
Record keeping and sharing data 
Separate databases have been reported to impede exchange of information about 
people with ID as they move through social services and health services [16, 26], and paid 
carers often have a high turnover, making record keeping all the more important [19].
 In one study, GPs expressed the need for a central health record to be kept at the 
person’s home, updated by carers between visits and brought to GP consultations, 
with clear rules regarding who has access to it and how it is used. Additionally, both 
GPs and carers remarked that all parties need to work together to share information 
and have adequate background information available during GP consultation [19]. 
Table 2   Themes representing barriers and facilitators in health information exchange.
Theme Communication 
skills
Organisational  
factors
Record keeping  
and sharing data
Health literacy  
and self-advocacy
Knowledge 
of health 
professionals
Third parties
Sub-theme
Pa
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nt
GP Co
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e
Ad
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an
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up
First author
Alborz et al. (2005) • • •
Fisher et al. (2005) • • • •
Heyman et al. (2004) • •
Jones (2008) • • • • •
Krahn et al. (2006) • •
Lennox et al. (2012) • • • •
Lennox et al. (2003) •
Marks et al. (2008) • • •
Melville et al. (2005) •
Michael (2008) • • • • • • •
Powrie (2003) • • •
Reichard and Turnbull (2004) • • • •
Ruddick (2005) • • • • • •
Turk and Burchell (2003) • • • • • • • •
Turk et al. (2012) •
Turnbull and Chapman (2010) • • • •
Ward et al. (2010) • • • • •
Wullink et al. (2009) • • • •
Ziviani et al. (2004) • • • • • • • • • • • • • • •
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Carers also emphasised the importance of GPs and their staff passing on information 
to other caregivers, and providing good follow-up by providing notes to take home 
and phone calls [17, 19]. In view of this, several initiatives with hand-held health records 
have been described, with both client and professionals documenting medical history 
and health encounters [16, 21, 26]. Turk and Burchell (2003) presented a ‘tip of the 
iceberg’ model to conceptualise five consecutive barriers to addressing health needs 
of people with ID, with health information playing a key role . The described barriers 
are recognising, reporting, responding (to), recording, and remembering health needs. 
The authors proposed that the presence of health information, by means of a personal 
health plan, could facilitate in overcoming these barriers [26]. 
Health literacy and health self-advocacy
Three studies discussed the topic of health literacy, defined as the degree to which 
individuals have the capacity to obtain, process, and understand basic health 
information and services needed to make appropriate health decisions: having health 
literacy skills allow people to share personal and health information with healthcare 
providers [22]; people with ID have a reduced ability to learn new skills and to 
understand, retain, and implement advice and new or complex information [24]; and 
comprehending the complexities of a consultation with a GP is generally difficult for 
this patient group, affecting also self-advocacy skills [19].
 Health advocacy concerns the capacity to be an informed healthcare consumer, 
seek out help proactively, and communicate effectively with health providers to 
obtain quality healthcare [18]. In this context, it is suggested that improving communication 
skills and sharing health information may help people with ID to exercise autonomy in 
their health affairs [7, 21], and that providing health information to people with ID can 
Table 3  Health information exchange: barriers and facilitators.
Barriers Facilitators
Communication skills
Communication skills people with ID:
Cognitive impairments
Recall difficulties
Difficulty recounting a medical history or 
current medical information
Sensory or verbal impairments
Communication skills GP:
Appropriate use of three-way 
conversation
Using the right level of information
Allowing time for information processing 
during consultation
Taking words seriously from patient and 
carers
Checking understanding
Being responsive to emotions or 
behaviour influencing communication
Health literacy and self-advocacy
Low health-literacy skills
Low self-advocacy skills
Health knowledge in people with ID
Organisational factors
Continuity of care:
Staff turnover
Inconsistency in carer or GP attendance 
during consultations
Time constraints during GP consultation
Support staff with low skills in planning for 
consultation
Continuity of care:
Long-term relationships between a carer 
or GP and a person with ID
Booking the same GP in consecutive 
appointments
Preparation for GP consultation:
Bringing a health record to the 
appointment
Booking double appointment time 
GP practices:
Allowing double appointment time
Offering home visits
Accommodation of appointment 
schedule 
Record keeping and sharing data
Separate databases in social and  
health services
Support staff with low skills in  
record keeping
Personal health record / plan
GPs and their staff passing on information 
to other caregivers
GPs: providing phone calls and notes to  
take home 
Knowledge of carers and health 
professionals
Support staff: minimal education,  
limited medical knowledge, low health 
literacy skills
GPs: lack of knowledge of illnesses 
common in people with ID,  
and of intellectual disabilities and 
communication methods in general
Table 3  Continued.
Barriers Facilitators
Third parties
Lack of presence of a carer during 
consultation
Assistance in conveying the patient’s health 
needs and explaining the reason for the 
encounter
Provision of details of health history, and 
observations of behaviour, mood, and 
lifestyle
Interpreters and mediators in the three-way 
conversation between a GP and a patient 
with ID
Health advocacy
Facilitation of health surveillance and 
follow-up
36 | Chapter 2  Health information exchange in intellectual disability literature | 37
2
make it easier for them to be assertive and communicate about health problems [26]. 
The health knowledge of people with ID is also reported to affect understanding of 
health information and effective communication during consultation [19, 26]. 
Additionally, authors suggested that having knowledge of the GP care setting may 
further aid them in adequately preparing for consultations with the GP [19, 21].
Knowledge of carers and health professionals
Turk and Burchell (2003) state that responding to health needs often relies on carers’ 
knowledge and understanding of individuals and changes in their health status, and 
that symptoms are often missed by untrained support staff [26]. One other study 
reported that people with ID are frequently accompanied to GP appointments by 
lower-paid staff with minimal education and limited medical knowledge, impacting 
on the quality of communication and information sharing during consultation [20]. 
There is also reported evidence of many paid carers having low health literacy, e.g. lack 
of knowledge about prescribed medication, affecting the quality of their advocacy 
role [19, 28]. GPs expressed concerns about the health knowledge level of carers 
needed to properly implement and monitor treatments. They also addressed the need 
for carers to have skills in planning for consultation and record keeping [19]. Ruddick 
(2005), in her review, mentions that GPs have also referred to their own lack of 
knowledge of illnesses common in people with ID as a barrier during history taking 
[23]. Lacking knowledge of intellectual disabilities and communication methods have 
been reported to further impede effective health communication during consultation 
[14, 19].
Third parties
Third parties, often family or paid carers, have been reported to constitute an 
important factor in exchanging health information on people with ID by facilitating 
communication with health professionals [5, 27, 28]. In one study, GPs considered the 
lack of presence of a carer during consultation a barrier to good communication, and 
support organisations were urged always to send a carer [19]. Various roles can be 
identified for carers in exchanging health information, as discussed in the rest of this 
paragraph.
 First, carers may assist in conveying the health needs and explaining the reason 
for the encounter during GP consultation [15, 19]. Second, carers can be an important 
source of information for the GP, providing significant details of health histories, and 
observations of behaviour, mood, and lifestyle [14, 16, 19, 23, 29]. Third, carers are 
frequently reported to function as interpreters and mediators in the three-way 
conversation between a GP and a patient with ID. One study, for example, described 
how care staff acted to interpret the questions posed by primary care staff and to 
reformulate the question in such a way that the person with ID would be able to 
understand [14]. Conversely, it is stated that carers can assist the GP to understand the 
person’s communication style, interpret the reactions of the person with ID, and 
suggest better ways for the GP to communicate with their patient [18, 19, 24]. Fourth, 
carers have been described as health advocates, negotiating with GPs on issues and 
generating new issues regarding the health of the person for whom they care [19, 23, 
27]. Lastly, after consultation, carers have been described as having extended roles as 
information sources by repeating explanations and treatment advices, thereby 
reinforcing and facilitating treatment within the home setting. Additionally, they are 
reported to provide the GP with information from health surveillances and monitoring 
of treatment outcomes [19, 23]. 
Discussion
Discussion
In this qualitative review, we aimed to report how HIE in GP care for people with ID is 
described in the ID health literature by identifying themes relating to barriers to, and 
facilitators of, HIE. The included studies did not provide a clear definition of HIE, and 
authors did not specifically elaborate on this concept. Thematic analysis resulted in six 
major themes: (1) communication skills; (2) organisational factors; (3) record keeping 
and sharing; (4) health literacy and self-advocacy; (5) carers and health professionals’ 
knowledge; and (6) third parties. All themes included both barriers and facilitating 
factors. The most prominent barriers related to: inadequate communication skills of 
both GPs and patients with ID, insufficient time during consultation, staff turnover 
and absence of carers during consultation, poor record keeping and sharing, low 
health literacy and advocacy skills among people with ID and carers, and a low level of 
GP knowledge concerning people with ID. Facilitating factors particularly related to: 
appropriate communication skills of GPs, double appointment time, long-term 
relationships between carer/GP and person with ID, preparation for GP consultation, 
central health record keeping, and adequate carer competences in fulfilling support 
roles during and around consultation. 
 The themes identified in this review represent overlapping and interdependent 
areas that are very likely to influence one another; e.g. carers’ poor health knowledge 
will affect their role as information source during consultation. Furthermore, the 
presence of health information itself might also have an influence on the themes 
described; for example, possessing health information enables one to (self-)advocate 
or improve health literacy skills, which conversely facilitates the retrieval or supply of 
additional information during health encounters. Lastly, this overview of barriers and 
facilitators indicates that exchange of health information is a matter not solely of 
communication during consultation, but also of processes taking place before and 
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after a GP visit. It implies that HIE should be seen as a chain of events, and a study of 
these events in their entirety is imperative in order to identify weak links and gaps in 
information pathways. However, of studies in this review, only that of Turk and 
Burchell (2003) gave the HIE process a central role in their research [26]. In the other 
papers, causes and effects of gaps in health information were only partly described, 
and often in an indirect manner. Additionally, certain elements of the themes were 
described only marginally or on a very general level. Carers’ health communication 
skills, for example, were not mentioned specifically in the included literature, which is 
surprising given the roles reportedly fulfilled by carers during consultation – roles that 
require a high level of communication skills. Furthermore, the core of the literature did 
not provide more detailed information on the types of knowledge that healthcare 
professionals require, or in what ways knowledge can actually assist in healthcare 
delivery to people with ID. Aside from knowing which information is relevant, carers 
and health professionals’ knowledge is particularly effective if it applies to knowing 
how, where, and when to retrieve and supply the health information needed for the 
diagnosis and management of health problems in people with ID. This type of practical 
knowledge refers to competences and skills in information gathering from multiple 
sources; this is also in line with the typical context-sensitive and patient-centred 
approach in primary healthcare. 
 This paper provides an overview of themes impacting on the process of HIE, 
derived from the ID health literature where a broad focus on the entire HIE process is 
still rare. This contrasts with researchers in other long-term care areas who have 
recognised the importance of looking at the entire HIE process, including organisational 
aspects and matters of continuity of care [2, 30]. Georgiou et al. (2013) identified 
information exchange work processes in aged care services relating to (1) storing and 
managing data; (2) informing and supporting decision making; and (3) communicating 
data, resembling processes described in this review concerning record keeping and 
sharing, roles of third parties, and communication (skills) [2]. Haggerty et al. (2003) 
reviewed the multidisciplinary continuity of care literature and distinguished 
informational, relational, and management continuity of care [30]. In our review, the 
theme ‘record keeping and sharing’ corresponds with ‘management continuity’ in 
Haggerty’s model, and the themes ‘organisational factors’ and ‘third parties’ 
correspond with both ‘management continuity’ and ‘relational continuity.’ However, 
important themes and prerequisites for appropriate HIE, such as communication 
skills, health literacy, and (health) knowledge, for example, are not included in 
Haggerty’s model.
Strengths and limitations
The research team took several steps to maximise methodological rigour in this 
qualitative study. A problem we encountered was finding sufficiently specific search 
terms, because there was no clear definition of HIE. We therefore used a two-step 
search strategy, developed in collaboration with an information specialist, in order to 
identify relevant literature. Furthermore, we used a reproducible search strategy, 
multiple researchers with different backgrounds were involved, and inclusion criteria 
were described before selecting the papers. To increase the validity of the qualitative 
analysis, findings and interpretations from both early and later stages in the thematic 
analysis were discussed several times with all team members to arrive at consensus on 
the assigned codes and descriptive themes. Consequently, we are confident that the 
coding resulted in an accurate synthesis of the included papers and that the descriptive 
themes provided are valid and reliable. 
Future directions for research and implications for practice
The results of this review suggest that some practical changes could improve HIE: the 
duration of the medical consultation, alignment of record keeping and sharing, 
preparation of the medical consultation, and improving knowledge and communication 
skills. The question of whether or not these are indeed the most adequate interventions 
to improve exchange of health information can only be answered on the basis of 
empirical research. Such research should include qualitative research into the 
perceptions and experiences of the people involved, i.e. people with ID, their carers, 
GPs, and GP assistants. How, for example, do they perceive the ability of both people 
with ID and their carers to understand and retain health information? How do they 
cope with difficulties in recording and sharing health information? These are questions 
that are particularly suitable to be studied qualitatively [31]. In order to find solutions 
to fill or prevent health information gaps, a better understanding is required of what 
is actually taking place when health information is (or is not) being exchanged. The 
themes presented in this review may provide a starting point for an in-depth study 
into the HIE processes in GP care for individuals with ID. This type of research could 
also be valuable to a larger group of patients with low health literacy skills, comprising 
approximately twenty percent of general patient populations [32]. 
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Abstract 
Background. Accurate health information exchange (HIE) is pivotal for good quality of 
care. However, patients with intellectual disabilities (ID) face challenges in processing 
and exchanging health information around GP consultations. Knowledge of HIE barriers 
and facilitators, including the roles of carers, may help to improve GP care for people 
with ID.
Objective. To gain more insight into HIE barriers and facilitators for ID patients in GP 
care. 
Methods. A qualitative study exploring GP consultation experiences of people with ID 
(n = 35), professional carers (n = 20) and relatives (n = 15). Transcripts from interviews 
and focus groups were analyzed  using a framework analysis approach.
Results. Analyses resulted in four themes: (i) Recognizing patient health needs; (ii) 
Impaired doctor–patient communication; (iii) Carers’ mediating roles during consultations; 
and (iv) Patients’ autonomy and self-determination. Barriers related to communication 
skills, lack of time, continuity of carers and physicians, information alignment between 
relative or professional carer and the GP, and information transfer and recording 
within the patient network. Facilitating factors related mainly to carer interventions, 
personal connections with patients and GP communication with patients and carers 
outside the consultation. 
Conclusion. There is considerable HIE potential in patients themselves, as well as 
in their network, although many barriers have to be overcome to profit from this. 
GP practices are recommended to adjust consultations and communication practices 
and to facilitate deployment of the patient’s network, while still considering patient 
autonomy. 
Introduction 
People with intellectual disabilities (ID) experience poorer health outcomes than 
people in the general population (1,2). They have a higher rate of chronic medical 
conditions and premature deaths, of which many are avoidable and amenable to 
change 3-5. The health disparities faced by people with ID largely result from barriers in 
receiving timely, appropriate and effective primary healthcare (6,7).
 Intellectual disability is defined as impaired social functioning and limited 
cognitive ability that have developed before the age of 18 years (8). When it comes to 
healthcare access and profiting from healthcare encounters, people with ID are likely 
to be at a disadvantage for reasons that relate largely to exchange of patient health 
information (9,10). They often face challenges exchanging information with carers and 
health professionals due to mutual comprehension difficulties relating to cognitive 
limitations and communication barriers (11,12). In addition, health professionals being 
unfamiliar with augmentative and alternative communication (13) and discontinuity 
of carers further contribute to problems in exchanging patient health information 
(14,15). Absence of relevant patient health information may subsequently lead to delay 
in doctors’ appointments, inadequate history taking, misdiagnosis and ineffective 
treatment (6,7). Given these problems and the fact that patient health information is 
fundamental to diagnosing and treating health problems (16,17), a health information 
perspective offers good opportunities to clarify and counter important mechanisms 
behind health disparities among people with ID.
 Health information exchange (HIE) can be defined as the exchange of oral or 
written patient health information between doctor, patient and others involved, and 
may include facts about, or perceptions and observations of, symptoms or treatments 
(9,18). Although HIE problems have a negative impact on the effectiveness of 
healthcare for people with ID, a systematic study of HIE in primary care for patients 
with ID is currently lacking (9). Apart from in the medical information technology 
literature (19,20), HIE by patients and their supporters has received little attention in 
general primary care research. 
 Research on the barriers to, and facilitators of, HIE regarding patients with ID can 
be used to identify interventions best matching GPs’ daily practice. The necessity 
of effectively sharing health information between physicians, patients with ID and 
their support network is mostly reflected in studies based on theoretical models of 
healthcare access (21,22). The scarce literature explicitly describing HIE concerning 
patients with ID suggests that HIE problems occur not only during the consultation, 
such as impaired doctor-patient communication, but also outside the consultation, 
such as complicated retrieval of health information from several informants in 
fragmented support systems (10,12). HIE research should thus focus on consecutive 
processes taking place prior to the GP consultation, starting as early as the point 
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where health problems become apparent, and continue beyond the consultation, 
when health information is, or is not, recorded and processed for further health action. 
In order to gain more insight into HIE barriers and facilitators concerning GP patients 
with ID, this qualitative study examines HIE experiences in a network of people 
with ID, professional carers and relatives. Professional carers and relatives may play 
important mediating roles in HIE and are therefore included in this study. Our research 
question is: what are the barriers and facilitators experienced by people with ID and 
their (in)formal carers in the exchange of health information before, during and after 
completion of GP consultations?
Methods
Setting and sample
In the Netherlands, approximately 165 ID service providers serve on average 1200 
clients with ID (23). Types of service provision vary from floating support several hours 
a day or a week to people living on their own or with family, to 24-h staffed residential 
care. The type and amount of support determine to some extent whether professional 
carers attend doctors’ appointments, with people with floating support receiving less 
support in visiting their doctor. 
 To enhance heterogeneity in the organizational aspects that could influence HIE, 
we selected participants (people with ID, professional carers and relatives) from two 
different ID service providers. These organizations were situated in separate regions 
of the Netherlands, were average in organization size, and were selected because of 
a long history of cooperation with GP services and provision of support to people 
with a wide range of intellectual functioning. A purposive sampling strategy was 
applied to ensure variability in experiences amongst the participants. All participants 
gave informed consent before participating and were offered a gift voucher. 
People with ID
Participants with ID were recruited through professional staff, to whom we conveyed 
our selection criteria: having visited a GP in the last year, being able to participate in an 
interview and having moderate to (borderline) mild ID (IQ 35–85). We considered the 
latter important, because of the specific cognitive abilities required to consider 
communication at a meta-level. We sampled with regard to sex and two types of 
support settings: 24-h staffed small community homes and individual private houses 
with floating support. Eligible persons received verbal and Easy Read information on 
the project. People with ID who agreed to partake in the study and who were able to 
sign their consent were again informed, both verbally and in writing, by the interviewer 
on the day of the interview. Legal representatives were informed by the professional 
carers of the person’s intention to take part in an interview and about the nature and 
goals of the study. Eligible persons with ID were excluded if their legal representatives 
objected to participation, Participants were listed with at least five different GP 
practices but were not asked to indicate with which GP practice for privacy reasons. 
Six eligible participants with ID refused to participate: two persons had moved, one 
legal representative refused permission , one person refused because of reluctance to 
make contact with unfamiliar persons, one person indicated that the interview was 
too stressful for her  and one person refused because she did not identify herself as 
having ID. 
 In addition, members with ID of a Dutch intellectual disability partnership board 
were approached to participate, consisting  of people with (borderline) mild ID (IQ 
55–85) from different regions of the Netherlands.  They differed from the participants 
with ID within the two participating organizations in that they had overall less 
professional support and visited their doctors predominantly without a professional 
carer. The partnership board meets regularly at quarterly meetings during which 
members discuss self-chosen and proposed themes in group panel discussions. We 
organized focus groups for two meetings with those members who opted to attend.
Support network
Written information on the study was disseminated among professional carers in 
both organizations. The same information was given to family carers during a family 
support group meeting (organization A) and sent by mail to all members of the family 
partnership boards (organizations A and B). Professional carers and relatives who 
opted to participate in this study sent a reply form to the researchers. To enhance 
variability in support experiences, these professional carers and relatives were 
sampled by sex and type of support they provided. 
Data collection
To match the needs of the different participants appropriately, both semi-structured 
interviews and focus groups were conducted between February 2012 and May 2013. 
Individual interviews were held with relatives and people with ID at a time and venue 
of their own choice, accompanied by whomever they wanted and allowing time to 
elaborate where needed, thus creating an environment in which participants felt as 
free as possible to discuss sensitive subjects. Focus groups were used for professional 
carers and held in meeting rooms of the respective organizations. This setting 
approximates the daily practice of lively discussions during professional team 
meetings and thus allowed us to obtain detailed information.
 Additionally, people with ID from the Dutch ID partnership board participated in 
focus groups. They were accustomed to, and preferred, discussing themes in a group 
format. We therefore considered that focus group meetings would yield richer 
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information than individual interviews and that this would complement the 
information from the individual interviews with participants with ID.
 A topic guide for the semi-structured interviews and focus groups was constructed 
around topics in information exchange based on Penchansky and Thomas’ model of 
health care access (24) and a preliminary literature review (9) (Table 1). The interviews 
were guided around three stages: before, during and after the GP consultation. 
Participants were asked to reflect on their most recent experiences with GP consultations. 
All interviews were conducted by two trained researchers (MM, FvdDM). The focus 
groups were guided by experienced moderators.
Analysis
The interviews and the focus group conversations were audio-recorded and transcribed. 
Transcripts were independently analyzed following a framework analysis approach, 
considered especially suitable for qualitative research in multidisciplinary teams (25), 
supported by Atlas-ti software (Scientific Software Development, version 7.1). All authors 
contributed to the analysis, which comprised four successive phases: (i) creating and 
applying an analytical framework, (ii) constructing framework matrices, (iii) constructing 
a comparative summary and (iv) interpreting and deriving themes (Table 2). Data 
collection proceeded until saturation was reached, meaning that no new preliminary 
themes arose in phase 2. The COREQ criteria list for qualitative research was used to 
guide the analysis and report (26). Illustrative quotes were translated from Dutch by 
a professional translator.
Table 1   Topics in guide relating to stages during and around general practice 
consultation.
Topic Before 
consultation
During 
consultation
After 
consultation
Organizing and preparing for a doctor’s 
appointment
x
Conveying health needs and explaining the 
reason for encounter
x
Understanding and retaining health 
information 
x x
Roles of third parties x x x
General practitioner information on 
diagnosis and treatment plan in writing
x x
Sharing health information around 
consultation between patient, general 
practice, professional carers and relatives 
x x
Realization of the treatment plan x Ta
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Results
Overall, two focus groups were conducted with a total of 14 persons with ID and four 
focus groups with 20 professional carers. Individual interviews were held with 21 
persons with ID and 15 relatives. The characteristics of the participants and the 
composition of the focus groups are presented in Table 3. 
 The analysis resulted in four themes: (i) Recognizing patient health needs with 
actions by patients, professional carers and relatives before and after the GP appointment; 
(ii) Impaired doctor–patient communication during consultations; (iii) Carers’ mediating 
roles during consultations and (iv) Patients’ autonomy and self- determination in 
dealing with their own health and health information. 
Recognizing patient health needs
Professional carers and relatives indicated that it was difficult for ID patients to 
recognize and discuss signs or symptoms that require a doctor’s attention. Patients 
often did not notice aberrant health signs or did not show proactive responses to 
abnormal symptoms:
Mother: “You have to figure out on your own what’s wrong. Here’s an example:  
he was limping a little, which left me wondering if there was a problem.  
Then later, it appeared that his toe was really infected, without him saying ‘ouch’ 
or anything. My son has a very high pain threshold.” (R#9, 63 years, son 36 years) 
Professional carer: “…a woman who’d been coughing for quite a while and clearly 
had a fever really wanted to avoid going to the doctor because of her children: 
‘Yeah, pretty soon they’ll find something wrong with me, and I don’t want to 
know.’ It leaves you feeling like you’re partly responsible for that person’s health 
and you advise them to go ahead anyway and call the doctor.” (#3FG4, female,  
50 years)
Patients themselves talked mainly in general terms on this subject, for instance when 
asked how they know when they need to visit a doctor: “When I’m in pain”, or “When 
the doctor tells me to come back”. They preferred to discuss their health signs with 
professional carers to clarify symptoms and judge severity, but, in cases of floating 
support, carers were often not available to discuss these signs. 
 Professional carers mentioned the need to be proactive in checking on symptoms 
and initiating GP consultation, an assessment they based on their knowledge of, and 
personal connection with, the patient: 
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Professional carer: “You see her every week and think, ‘Good heavens, she looks 
exhausted, or that cough again.’ So, you broach the subject: ‘Gosh, how long have 
you had this?’ And then you question further: ‘Have you seen a doctor yet?’  
With some, you think, ‘Well, let’s wait and see if you’ll really go through with it.’ 
And with others, you say, ‘I’d really like to be there with you to see to it you make 
that appointment.’ It all depends on the kind of relationship you have with the 
client.” (#3FG4, female, 50 years)
Professional carers saw combining their own observations of patients’ behaviour and 
mood with information from colleagues and relatives as an important strategy to 
recognize patients’ health needs. Long-term monitoring and continuity of carers were 
experienced by them as extremely constructive, in this respect. In addition, building a 
trusting relationship between professional carer and patient was seen as a prerequisite 
for retrieval of information from patients who were less willing to disclose their health 
needs. Again, continuity of carers was deemed essential here, by both professional 
carers and relatives. 
Professional carer: “But, you’ve first got to build a trusting relationship, or you 
need to have a rapport with the person. [...] Take us, for example. They [patients] 
would say, ‘Yeah, I don’t want you to come along because I’m not going to tell  
you everything’.” (#2FG1, man, 49 years)
Furthermore, relatives and professional carers emphasized the importance of sharing 
information on diagnosis and treatment shortly after the GP visit, as this was necessary 
to properly judge patients’ health needs and necessary measures. However, according 
to both parties, this sharing often proved to be problematic. For example, some 
professional carers had no contact with patients’ relatives, and both relatives and 
professional carers indicated that information from relatives was frequently not 
recorded, or at times scarcely read by professional carers, often due to lack of time. 
Impaired doctor–patient communication 
In doctor–patient communication, as perceived by all participants, both patients being 
understood by their GP and patients understanding their GP were important.
 Patients mentioned feeling able to make themselves understood in conveying 
their complaints during consultation, with the exception of occasionally forgetting what to 
ask or say. They indicated frequently not feeling understood in relation to their request 
for help and being nervous when talking with their GP, making speaking and listening 
to the doctor more difficult. Problems were particularly experienced when the GP was 
unfamiliar, as patients felt that they had to adjust to the new doctor’s communication 
style and give more detailed information in the same amount of time: 
Patient: “Unfamiliar doctors .... Yeah, then I’d need to explain it all clearly,  
wouldn’t I? … When it comes to certain problems, for example, they keep asking 
questions. Sometimes, it’s really difficult to explain things. In the end, I do manage, 
but answering these questions can be hard sometimes.” (P#15, man, 47 years) 
Professional carers and relatives pointed out that, without extra communication 
support by GPs or carers, it is complicated for patients to both explain their main 
complaints and their history and understand the GP. In their experience, GPs often 
make incorrect judgments on the appropriate level of communication and patients’ 
health knowledge, and fail to explain information in easy ways or give specific enough 
directions: 
Professional carer: “They [GPs] find it really difficult. If you’re dealing with  
a man covered in tattoos, who works behind a bar every weekend, but has an IQ  
of only 70, how do you explain things without using medical language and  
still avoid sounding childish?” (#3FG1, female, 36 years)
Patients themselves complained about difficult words, fast pacing and too long 
sentences. This resulted in problems with understanding and retaining GPs’ diagnosis 
and treatment plan, including problems in recalling GPs’ instructions and in following 
treatment advice afterwards. 
Patient: “At one point, I went to the doctor, who told me, ‘Yes, there’s something 
wrong with your thirteenth floating rib.’ I know there’s something floating, but for 
heaven’s sake, tell me what it is. ... I was thinking: ‘Floating rib? Thirteenth what?’ 
Hello, there’s more floating here than just that rib.” (P#16, man, 47 years) 
Patients frequently felt that they were overburdening the GP’s time schedule and 
assumed that they were not entitled to extra consultation time. Some felt pressure to 
stop talking, even though they needed more time to understand fully:
Patient: “The doctor asks me if I’ve understood, but there are those times when 
you notice ten minutes have passed, and you realize he wants you to go.  
He’s willing to explain it again, but ... he’s just about ready to stand up because 
‘your time’s up’.” (P#5FGA, man, 38 years)
Professional carers suggested that patients are not always aware of not understanding 
information, being habituated to not understanding information in general. They 
therefore stressed the importance of GPs actively checking patients’ understanding 
and not assuming that patients will tell them if they do not understand. Patients 
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affirmed the latter and mentioned additional strategies to cope with a lack of 
understanding: asking their GP or professional carer to contact each other outside the 
consultation or asking for written notes in order to discuss information with their 
carers at home. Furthermore, professional carers suggested that GPs could be more 
proactive about contacting them: 
Professional carer: “It would be nice if general practitioners were also well 
informed, because they can call us at any time and ask about a client who saw 
them, but wouldn’t talk. Or, they could ask clients for their permission to call their 
care supervisors. It’s an exchange that shouldn’t have to be made solely on our 
initiative.” (#3FG3, female, 32 years) 
Carers’ mediating roles during consultations
All interviewed parties recognized carers’ and relatives’ roles in terms of information 
supply during the consultation, e.g. clarifying the reason for encounter and providing 
information during history taking. In addition to these direct roles in information 
supply, they also fulfilled other mediating roles, which served both patient and GP in 
sharing and understanding information. They mediated the conversation by comforting 
patients, by initiating the conversation, by giving the GP specific communication 
advice and by coaching patients when they withheld information or strayed from the 
subject. Patients mentioned that professional carers advocated for them during the 
consultation and collected more information from the GP than they could themselves. 
Professional carers indicated that they created space for the patient’s voice by 
redirecting the conversation back to the patient and checking his/her agreement with 
what was being said. They further discussed their supporting role in that they helped 
retain the information, and interpreted, summarized and clarified GPs’ and patients’ 
words in two directions:  
Professional carer: “I always describe my role in these situations as being an 
interpreter. ‘What did the doctor say?’ ‘Did you understand that?’ When doctors 
talk, I translate what they say in terms clients can understand. And when clients 
express things in ways that don’t come across clearly to the doctor, I translate 
what they meant to say. It’s all about facilitating communication. Sometimes, 
it seems like I’m dealing with two separate languages. This is what often causes 
misunderstandings: not getting what the other is talking about.” (#1FG4, female, 
39 years) 
Some carers, however, took over the conversation from patients in order to finish on 
time. Relatives also mentioned that their presence resulted in conversation at a level 
that was too difficult for the patient to understand:
Mother: “In our experience [as parents], if we say too much, she’ll cry later and tell 
us: ‘I couldn’t understand anything anymore.’ The thing is, you end up talking in 
terminology that she can’t follow. And her reaction is, ‘It’s supposed to be about 
me, isn’t it?’.” (R#4, 63 years, daughter 29 years)
For all the types of support mentioned above, patients themselves said they preferred 
to be supported during the consultation by a carer. However, in practice, both 
professional carers and relatives had very limited time available for this task. Some 
professional carers then contacted the GP practice beforehand to convey relevant 
information or sent written notes with the patient; this was seen by some professional 
carers as a full substitute for their attendance.
Patients’ autonomy and self-determination
Professional carers mentioned stimulating patients’ autonomy and self-determina-
tion as guiding principles in their support work. Some therefore chose not to 
accompany patients to the GP, although communication problems could be expected 
to occur. Both relatives and professional carers discussed the difficulty of finding the 
right balance between supporting patients’ autonomy and independence and making 
‘best interest’ decisions to optimize information exchange with the GP:
Mother: “Occasionally, you’ll see the care staff asking, ‘Do I need to come in with 
you?’ And then, [daughter’s name] will say, ‘No, there’s no need for that.’ So, of 
course, that’s the other side of the coin. On the one hand, there’s that motivation 
to stimulate independence, but the question remains as to how that really works 
out in practice.” (R#4, 63 years, daughter 29 years) 
When professional carers did attend the consultation, efforts were made to guard the 
patient’s autonomy by redirecting the conversation back to the patient, and checking 
his/her agreement with what was being said, thus creating space for the patient’s 
voice. 
 Professional carers experienced challenges with patients who would not consent 
to exchanging health information with their legal representatives. They wanted to 
respect patients’ autonomy and privacy, but also felt obliged to interfere and share 
information with patients’ relatives to avoid health risks:
Professional carer: “We had a client, who took her own medications independently and 
had drops [psychotropic medication]. She was supposed to take ten drops, but it turned 
out she took way more. I started wondering, ‘What’s going on with her?’ And I suddenly 
realized why she was so drowsy. You could knock out a horse with those doses. At that 
point, we contacted her parents straight away.” (#4FG2, female, 53 years) 
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Relatives too mentioned situations in which they felt the need to exchange information 
in the patient’s best interest, although their family member refused them permission 
to do so. Interviewed patients themselves did not report on this subject. 
Summary of main HIE barriers and facilitators
Table 4 summarizes the main HIE barriers and facilitators for the themes described 
above, relating to the different stages around the consultation. Understandably, these 
barriers and facilitators often mirror each other, where absence of a facilitator results 
in a barrier. Some barriers or facilitators present in one stage influence the stages 
following. In addition,  professional carers or relatives can function as either facilitators 
or barriers in exchanging health information. 
Table 4   Main barriers and facilitators in health information exchange relating to 
stages around the general practice consultation.
Themes Stage in which a barrier  
or facilitator is present/ 
originates:  before, during 
or after the consultation
Before During After
Recognizing patient health needs
Barriers
Patients not noticing or discussing aberrant health signs or not 
showing proactive responses to abnormal symptoms
X
Problems in continuity of carers
• Absence of (preferred) professional carers 
• Lack of long-term professional carers
X X
Patients’ reluctance to disclose health information to carers X X
Lack of mutual contact or sharing of health information 
between professional carers and relatives
X X
Inadequate recording of information and/or reading of reports X X
Facilitators
Carers helping to clarify symptoms and judge their severity X
Carers proactively checking on symptoms and initiating GP 
consultation
X
Proper record-keeping by professional carers X X
Building trust between professional carers and patients X X
Table 4   Continued.
Themes Stage in which a barrier  
or facilitator is present/ 
originates:  before, during 
or after the consultation
Before During After
Impaired doctor–patient communication
Barriers
Encountering an unfamiliar GP (not booking an appointment 
with their own GP)
X X
Patients feeling nervous, making speaking and listening more 
difficult
X
Patients not feeling understood by their GP in relation to their 
request for help
X
Patients challenged in understanding and/or retaining health 
information, relating to:
• Offered information incomprehensible to patients, directions not 
specific enough
X
• GPs’ misinterpretation of patients’ communication and health 
knowledge level 
X X
• Perceived time pressure/feeling unentitled to extra time X
• Patients not mentioning or noticing their lack of understanding X
Facilitators
Written ‘take home’ information from the GP X
GPs actively checking patients’ understanding X
Suggested by patients and professional carers: GPs calling 
professional carers after the consultation to gather or deliver 
additional patient information
X
Patient skills in coping with a lack of understanding: asking the 
GP for written notes, or a telephone call with professional carer 
or relative
X
Carers’ mediating roles during consultations
Barriers
Carers taking over the conversation X
Absence of a professional carer or relative X
Presence of a carer or relative: conversation rises to a higher 
language level
X
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Discussion
Summary
This study aimed to gain more insight into HIE barriers and facilitators for patients 
with ID in GP care. Patients’ and carers’ experiences with the exchange of health 
information before, during and after GP consultations were analyzed. This resulted in 
four themes relating to HIE: (i) Recognizing patient health needs; (ii) Impaired doctor–
patient communication; (iii) Carers’ mediating roles during consultations and (iv) 
Patients’ autonomy and self-determination. Facilitating factors related mainly to carer 
interventions, personal connections with patients and GP communication with 
patients and carers outside the consultation. Barriers related to communication skills, 
lack of time, continuity of carers and physicians, information alignment between 
relative or professional carer and the GP and information transfer and recording within 
the patient network.
Comparison with the literature
The HIE barriers found in this study partly resemble barriers that have already been 
described in relation to health care access and health disparities regarding people 
with ID, such as impaired doctor-patient communication, limited consultation time 
and poor continuity of carers (7,27,28). Our study offers additional insight into the 
under- lying mechanisms of these barriers and their significance for HIE, and thereby 
for health care access and health outcomes. The results depict HIE as a chain of events 
that can either facilitate or, if not followed through adequately, hinder receiving or 
delivering good quality care. The GP consultation itself forms a crucial link in this chain, 
as, at this point, information sharing often occurs under high-pressure circumstances. 
This can be challenging for patients in general (16,29), but such circumstances can be 
particularly detrimental to patients with ID (12,30). Our results identified several 
occasions on which communication barriers could have been avoided or alleviated if 
GPs had adjusted consultation time and language, or if patients’ preferences for 
support had been acknowledged. The results suggest, however, that HIE problems 
occurring prior to and after the consultation also contribute to impaired utilization of 
GP care, such as gaps in the collection of information beforehand and in the recording 
of information afterwards. The HIE problems in these stages and their impact on 
health care access and health disparities have so far received little attention in the ID 
literature and literature in other long-term care areas (9). 
 Our study shows that the availability of health information often relies on the 
availability of carers, in their roles as sources, collectors, interpreters, carriers and 
record-keepers of health information. Patients in our study preferred to have carers 
with them during the consultation for these reasons; this is all the more imaginable 
given the seeming lack of adjustments in communication and time. However, this 
dependence on carers for exchanging health information runs the risk of patients 
becoming too reliant and experiencing instant problems when carers are not available 
to them, or when patients meet an unfamiliar GP. It might also easily lead to carers 
taking over the consultation and to privacy infringements (31). 
 The HIE roles of carers found in this study also exemplify why continuity of both 
carers and GPs is of such specific importance in caring for people with ID (31,32). In this 
respect, it is unsettling that the continuity of carers appeared to be under pressure in 
our study, and that a recent UK study showed that primary care patients with ID 
received fewer consultations with the same doctor and were less likely to have longer 
consultations than the general population (33).
Table 4   Continued.
Themes Stage in which a barrier  
or facilitator is present/ 
originates:  before, during 
or after the consultation
Before During After
Carers’ mediating roles during consultations
Facilitators
Professional carers sending clarifying notes with the patient X
Carers supporting communication and gaining more 
information for both patient and doctor, by:
• Comforting patients
• Initiating the conversation
• Clarifying reason for encounter
• Supplying information during history taking
• Steering the conversation between patient and doctor  
(as experienced by carers)
• Giving communication advice to the GP
• Advocating for the patient
• Interpreting, summarizing and clarifying GPs’ words  
and expressions
• Redirecting the conversation back to the patient
• Checking patient’s agreement with what is being said
X
Carers collecting and retaining health information for the patient X
Patients’ autonomy and self-determination
Barriers
Lack of patient’s permission to let professional carers attend the 
consultation
X
Lack of patient’s permission for professional carers and relatives 
to exchange information
X X
60 | Chapter 3  Experiences of patients with intellectual disabilities and carers | 61
3
Our results show that HIE and health care access for people with ID also links strongly 
to matters of autonomy and self-determination. This aspect is scarcely described in the 
literature on healthcare access regarding people with ID (7,34). Professional carers and 
relatives, in our study, regarded their HIE roles in some respect at odds with the 
autonomy and self-determination of people with ID. However, research shows that, 
with the appropriate support and training, people with ID can acquire skills that are 
instrumental to HIE as well as to self-determination (35). This in turn requires that 
professional carers and relatives be trained in how to enable people with ID to both 
participate in HIE and exercise autonomy (34), as also discussed in the literature on 
supported decision making (36).
Strengths and limitations
Including perspectives of both people with ID and carers in this study strongly helped 
to elucidate how health information is exchanged for this patient group, in particular 
prior to and after the GP consultation, stages that are usually out of the GP’s sight. 
 Participants were asked to reflect upon HIE in past events, and this might have 
caused some recall bias. Interviewing persons with ID can pose problems in terms of 
reliability of data (37). To optimize the quality of data collection, sentence structures 
were simplified, questions were adjusted, and answers were summarized and checked. 
Combining interviews and focus groups with ID participants added variety to our 
sample and allowed data triangulation. 
 Including GPs’ perspectives was beyond the scope of this study. Furthermore, 
people with profound ID were not able to participate in this study. The large differences 
in communicative functioning in this patient group, compared to people with less 
severe ID, precludes the extrapolation of this study’s findings to all ID-patient groups. 
In addition, selection bias may have occurred if mainly people with ID with relatively 
few communication barriers agreed to participate in this study. If so, our results on 
impaired doctor-patient communication may be even more pronounced in daily 
practice. 
Conclusion and implications for practice and/or research
People with ID experience lack of appropriate support in processing and exchanging 
health information during and around GP consultations, and this negatively influences 
their opportunities to benefit from health care services and health information.  Our 
results suggest that, with regard to patient health information, there is considerable 
potential in patients themselves, as well as in the patient’s network, although many 
barriers have to be overcome to profit from this. 
 GP practices are recommended to facilitate deployment of the patient’s network, 
while still considering patient autonomy. In this respect, acknowledging patients’ 
choice of supporter and type of support is of significance to enhance trust and 
guarantee privacy. Before the actual consultation, the importance of preparing for it 
can be pointed out to both patients and carers. To make reasonable adjustments, as 
ordained by equality legislation (38), it is appropriate to schedule the patient with a 
familiar doctor and to book double appointments. It is advisable to seek advice on the 
patient’s communication needs and to check patients’ understanding actively by 
asking them to repeat the main message in their own words. After the consultation, if 
a carer was not present, it is recommended for the GP practice to send written notes 
or contact a carer to exchange information, provided the patient gives permission. 
 Lastly, further study should clarify GPs’ perspectives in HIE research, as this 
could provide additional insight into factors relating to practice organization and 
consultation techniques. 
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Abstract
Background
Inadequate health information exchange (HIE) between patients with intellectual 
disabilities (ID), their carers and (GPs may lead to ineffective treatment and poor 
treatment compliance. Factors influencing HIE are largely unexplored in previous 
research. 
Aim
To provide insight into perceived HIE facilitators of GPs and general practice assistants 
and the barriers in GP consultations for patients with ID.
Design and Setting
An interview-based study with GPs (n= 19) and general practice assistants (n= 11) in 
the Netherlands.
Method
Semi-structured interviews were conducted on topics relating to stages during and 
around GP consultation. Transcripts were coded and analysed using framework 
analysis.
Results
The main themes were impaired medical history taking and clinical decision making, 
and fragile patient follow-up. Factors negatively influencing HIE related to patient 
communication skills and professional carers’ actions in preparing the consultation 
and in collecting, recording and sharing information. HIE barriers resulted in risk of 
delay in diagnosis and treatment, misdiagnosis, unnecessary tests and ineffective 
treatment regimens. HIE facilitators were described in terms of GP adjustments in 
communication, planning of consultations, and efforts to compensate for fragile 
follow-up situations.
Conclusion
Inadequate HIE should be seen as a chain of events leading to less effective 
consultations, substandard treatment and insufficient patient follow-up. The results 
indicate a mismatch between GPs’ expectations about professional carers’ 
competencies, responsibilities and roles in HIE and the setting in which professional 
carers operate. Further research should focus on how daily GP practice can be attuned 
to the practicalities of HIE with patients with ID and their professional carers.
Introduction 
In general practice care, adequate health information exchange (HIE) is fundamental 
to diagnosing and treating health problems (1-4). HIE, which can be defined as the 
exchange of oral or written patient health information among doctor, patient and others 
involved, may include facts about, or perceptions and observations of, symptoms or 
treatments (5, 6). 
 Regarding patients with intellectual disabilities (ID), HIE can prove problematic. 
Many people with ID have difficulties exchanging health information with carers and 
health professionals (7, 8). Additional clinician-related and healthcare-system-related 
factors further impair healthcare provision to this group (9, 10), resulting in considerably 
poorer health for them than for people without ID (11-13). Calls are often made to 
improve the quality of healthcare and reduce the increased rate of premature deaths 
in this population (14-16). A HIE perspective may offer opportunities to clarify and 
counter the mechanisms behind inadequate healthcare access and healthcare 
provision for people with ID. 
 GPs face many HIE-related problems when caring for patients with ID. Impaired 
doctor–patient communication may easily lead to absence of diagnostic information, 
in addition to difficulties relating to inaccessible or incomplete medical histories and 
complicated retrieval of health information from several informants in fragmented 
disability support systems (5, 15, 17). Given the negative influence of these problems 
on the effectiveness of GP care for people with ID, there is reason to study HIE for this 
GP patient group. 
 Previous research has focused mainly on doctor–patient communication during 
consultations and GPs’ educational needs and roles in providing medical care to 
people with ID, without specific emphasis on HIE outside the consultation or GPs’ 
experiences with HIE (18-20). This study aimed at investigating the GP perspective on 
HIE processes and that of GP assistants (GPAs). In the Dutch primary care system, 
GPAs have important roles in triage decisions during receptionist activities and in 
channelling health information to the actual consultation. In addition, they perform 
certain medical-technical tasks and their role thus resembles the work of practice 
nurses in the UK more than the work of UK receptionists  (21, 22). The research question 
in this study is: ‘What are the experiences of GPs and GPAs with facilitators and 
barriers in exchanging health information of patients with ID during and around 
consultation?’.
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Method
Participants
Semi-structured interviews with 15 GPs and 11 GPAs and one group interview with four 
GPs were conducted. Participants were recruited between June 2012 and December 
2013 using the network contacts of the Primary and Community Care department 
(Radboudumc) and the Dutch Association of Intellectual Disability physicians. GPs 
were purposively sampled regarding their estimated number of patients with ID, GPs’ 
sex and urbanisation level of the practice location (Table 1). GP participants were 
contacted by phone or e-mail and provided with oral and written information. Four 
contacted GPs declined to participate because of time constraints. One GP specifically 
asked for a group interview and recruited three GPs working in the same region, 
because he and his colleagues wanted to share their opinions on the subject. In eight 
of the 19 GP practices, a GPA could not be interviewed for logistical reasons. Written 
informed consent was obtained before participation, and a book was offered in 
appreciation of GPs’ efforts.
Box 1   Interview guide topics relating to stages during and around GP consultation.
Topics and prompting questions
Before GP consultation
Organising and preparing for a doctor’s appointment
a) How does the triage of patients with intellectual disabilities carried out by your GP 
assistant go compared with the triage of regular patients?a
b) Could you give some information about the substantive preparation for the consultation 
by your patients with intellectual disabilities?
During GP consultation
Doctor–patient communication and GP adjustments in communication and planning of 
consultations
a) What is your experience with history taking in patients with intellectual disabilities?
b) Do you make any adjustments to ensure a more effective consultation? 
c) How do you assess your doctor–patient communication skills regarding this patient group?
Developing and discussing a management plan
a) Do you feel you have gained enough information at the end of a consultation to draw up 
a management plan?
b) How do you communicate the plan to the patient and their (professional) carers?
Roles of third parties during consultation
What is your experience with a third party such as a professional carer or a relative being 
present during the consultation?
After GP consultation
Sharing health information between GP practice, patient, professional carers and relatives 
After a consultation, does communication about your patients with intellectual disabilities 
take place between you and other people or professionals such as relatives or professional 
care staff?
Realisation of the management plan and receiving information on follow-up
a) What is your experience with the execution of the management plan drawn up by you?
b) What information about your patients with intellectual disabilities would you like to 
receive after they have consulted you? Would you like to receive information only if their 
symptoms persist, or also if they are feeling better?
General
GP’s medical knowledge with regard to patients with intellectual disabilities
How do you assess your medical knowledge regarding this patient group?
Do you have any additions or other observations?
a Topic in interview with GP assistants. This question was asked to both GPs and GPAs. For GPAs, this was the 
only question in the interview (in the version ‘How does the triage of patients with intellectual disabilities 
go compared with the triage of regular patients?’)
Table 1  Characteristics of participating GPs (n= 19) and GP assistants (n= 11).
Patients with intellectual disability per GP practice,a N
Median 60
Mean 71 
Mode 80
Range 10-380
Sex,b n (%)
GPs
Male 12 (63)
Female 7 (37)
GP assistants
Male 0 (0)
Female 11 (100)
Urbanisation GP practices,c n (%)
Rural area 6 (32)
Urbanised rural area 10 (53)
Urban area 3 (16)
a Reference data of  Dutch GP practices (data from 87 practices): on average 10 people with ID (median  8;  
range  0–70) within a standard-size general practice, serving 2350 patients (23). b Sex was similarly distributed 
among participants in the present study compared with the Dutch professional group of GPs (24).  
c Percentages were rounded and therefore add up to 101%. Reference numbers for the Dutch professional 
group of GPs: rural area 11 %, urbanised rural area 42%, urban area 48% (24). ID = intellectual disabilities.
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Data collection and analysis
All interviews were conducted following a topic guide (Box 1) based on a preliminary 
literature review (5) and structured around the stages before, during and after GP 
consultation. GPAs were interviewed on the topic ‘Organising and preparing for a 
doctor’s appointment’. All interviews were conducted by two trained researchers and 
lasted 30–60 minutes (GPs), 5–20 minutes (GPAs) and 75 minutes (GP group interview). 
Interviews were audiotaped with permission and transcribed. Transcripts were analysed 
following a framework-analysis approach (Table 2) (25, 26), supported by Atlas-ti 
software (Scientific Software Development, version 7.1). Data collection proceeded 
until saturation during analysis was reached. Results from analysis phase 2 (Table 2) 
were summarised for reflective discussion and cross-checking with 51 field experts during 
an invitational conference on primary care for people with ID (27). The COREQ criteria list 
for qualitative research was used to guide the analysis and the report (28). Quotes and 
Box 1 were translated from Dutch by a professional translator.
Results
Two overarching themes describe GPs’ and GPAs’ experiences with problems during 
and after consultation: (1) impaired medical history taking and clinical decision 
making, and (2) fragile patient follow-up. Perceived HIE barriers are patient-related 
and professional-carer-related, interfering with the collection of sufficient patient 
information for the diagnostic process and the provision of sufficient GP information 
for adequate compliance and follow-up. HIE facilitators were described mostly in 
terms of GP adjustments in communication, planning of consultations and follow-up 
actions (see Box 2). GPs discussed their efforts to compensate for fragile follow-up 
situations and the consequent distribution of responsibilities.
Impaired medical history taking and clinical decision making
Retrieving and assessing information from patients. Lack of adequate health information 
created difficulties for GPAs in assessing the reason for the encounter and following 
triage protocols. GPs found it difficult to obtain information from patients on the 
nature and history of the medical problem, including patients’ concerns and 
expectations. They mentioned patients’ difficulty expressing nuances of complaints, 
reflecting on their feelings, and understanding GPs’ questions and abstract concepts. 
Consequently, GPs often deemed patient health information unreliable, and history 
taking could often not be deployed fully as a diagnostic instrument: 
‘I have to make a lot of assumptions, as you can never know whether the question 
you ask is fully understood and the answer you get is fully reliable. So I always T
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wonder if the information I’m getting is accurate. So you begin to doubt the 
reliability of the history.’ (GP 4)
According to GPs, many patients with ID could not understand explanations of the 
diagnosis and management plan, making it difficult to involve them in decisions about 
their care:
‘It is very difficult to let them participate in decisions about possible treatments.  
If you offer a person with intellectual disabilities a wide range of options, he or she 
gets stuck. The nuances are often complex. […] You’d like to treat them as normally 
as possible, but pointing out all possibilities to them is counterproductive.’ (GP 10)
GPs considered these problems a serious risk for under-diagnosis and under-treat-
ment. Lack of information led to sometimes unnecessary and burdensome tests or 
treatments, and it took GPs longer to identify medical problems and start effective 
treatments:
‘[You run the] risk, of course, of becoming too defensive and running too many 
tests. [...] “Well, let’s take an extra blood sample, as I am not fully sure what is  
the matter”.’ (GP 19)
Professional carers’ preparatory work and support during consultation. GPs considered 
that the presence of family or professional carers during consultation was often 
indispensable in providing information, although major problems could occur when 
professional carers were not able to provide details on the reason for consultation, 
course of illness or medical history. Other possible professional carers’ roles, such as 
partners in shared-decision-making or clarifying GPs’ words, were scarcely mentioned 
by GPs. Family and regular professional carers were considered better informed, but 
carer staff shortages often led to less informed trainees or temporary carers attending, 
resulting in lack of diagnostic clues: 
‘And then they [carers] arrive here, not having prepared anything. Then I think 
“And what am I supposed to do now?! I can’t do anything!” Sometimes I send 
them back straight away, leaving them empty handed. “But we are not here for 
nothing”. “I know that something might be wrong, but I can’t solve a problem 
which is not clear. I can’t do anything at the moment. I do not make prescriptions 
based on quicksand. And I am not going to run a troublesome blood test based  
on a vague story”.’ (GP 10)
Medical records often lacked information that GPs needed from professional carers, 
such as communication level, social context and medical history. They estimated that 
a correct diagnosis and treatment plan could be established much more quickly if 
professional carers prepared adequately and were more aware of their role during the 
consultation. GPs were positive about the use of communication forms, on which 
carers, often together with patients, write down patients’ complaints and questions. 
Some believed that this could even make the attendance of a carer redundant.
Professional carers’ roles and competencies in identifying and monitoring health 
problems were often regarded by GPs and GPAs as being comparable with those of 
parents caring for their children, but these expectations were frequently not met in 
practice: 
‘My approach is to treat these people in the same way you treat your own children. 
But then they wait 3 days for the actual appointment, because of understaffing. 
Then I think: “this is outrageous! That patient must be seen today.” You would do 
that if it were your own child, wouldn’t you?’ (GPA 1)
According to GPs and GPAs, the medical knowledge level varied considerably among 
professional carers, and this also made it difficult for GPs to know what to reasonably 
expect or demand from professional carers: 
‘It is important that a parent [of a child with intellectual disabilities] gains extra 
expertise. I hope the [professional] carers too have gained that. […] But sometimes 
they haven’t. They are not required to have medical knowledge. Nevertheless, there 
are lots of medical aspects involved in dealing with people with intellectual 
disabilities. I expect carers to have that knowledge […], but I don’t know what 
demands can be made.’ (GP 13)
GP adjustments in communication and planning of consultations. GPs often compared 
communication with patients with ID to communication with children, with whom 
they also speak more slowly, adjust their language, take more time and put extra 
effort into making the patient feel at ease. GPs used self-made drawings to aid 
patients’ understanding and tried to safeguard patients’ control over the conversation. 
This type of communication was considered one of GPs’ core competencies, although 
considered restricted to patients with mild to moderate ID. 
 Time constraints during the consultation particularly hindered the shared- 
decision-making process. To adjust to this, GPs cut management plans into smaller 
pieces during several follow-up consultations and involved the attending carer, while 
still striving to incorporate the patient’s opinion, as this GP mentioned: 
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‘I suppose clients are used to many people making decisions for them: but that is 
not desirable. I think it is very important for them to take their own decisions.  
I always try to ask, in a way they can deal with: “What do you think about it?”  
But that is not at all easy.’ (GP 4)
Relational continuity appeared to be a facilitating factor for adjustments in GP 
communication. For GPs, it was easier to identify patients’ concerns, attune to 
individuals’ communication style, and judge the reliability of patient information if 
patients were familiar. GPs and GPAs also felt that patients with ID, more than patients 
without ID, need a trusting relationship with the same doctor to be able to speak 
freely. Additionally, GPs profited from long-term relations with professional carers in 
judging the value of carer-provided information:
‘I take the phone calls of some [professional carers] very seriously, whereas I have 
my doubts about the calls of other carers. After a while, you get to know each 
other and things get a little easier. Then you know that, when a particular carer 
calls about someone, you must take it seriously.’ (GP 6)
Consultation planning was adjusted to create optimal conditions for doctor–patient 
communication, such as scheduling extra consultation time or blocking time slots to 
allow professional carers to accompany patients. In addition, telephone calls were 
arranged with carers after consultations when not enough health information could 
be retrieved. 
Fragile patient follow-up
Gaps in the transfer, recording and sharing of information by patients and professional 
carers. GPs expressed concerns about the correct execution of treatment plans due to 
lack of information available in the patient’s home setting, rendering patient follow-up 
a fragile situation. They suspected that many patients with ID had problems retaining 
and restating information at home and that a considerable amount of information 
was lost or transformed through reliance on transfer by patients themselves: 
 
‘I always inform the patient, of course, but I wonder what information he or she 
will remember and tell to others. And will that be correct?!’ (GP 11) 
GPs often noticed that information, directly transferred by them to professional carers 
during or after the consultation, had not been recorded or shared with colleagues: 
‘For instance, something was agreed by telephone, but for one reason or another 
not passed on correctly […]. You find out later and may think: but that was agreed 
on, wasn’t it? […] If by chance you come there on another occasion, it may turn out 
that something is going wrong which you thought was going right.’ (GP 3)
This led to situations where GPs’ instructions for referrals or the administration of 
medication were missing from carer records. GPs postulated that the presence of 
part-time temporary care staff, but also a lack of carer competencies in processing 
health information, contributed to these problems. Some GPs were dissatisfied with 
professional carers’ attitude and occasional responses when confronted with GPs’ 
expectations in this respect: 
‘Tasks are increasingly being broken down into smaller parts, and an increasing 
number of people are working temporarily. That means that more and more 
information needs to be passed on. Actions need to be noted down, passed on and 
communicated. […] At locations where many part-timers work, you sometimes see 
that something has been badly arranged. You get the answer: “You need to ask 
someone else. This is my first day here, so I know nothing about it.” Those things 
are easily loaded onto someone else. Then I think: “That is not right, you should 
have informed yourself about it. Why not start the day by studying the report? 
And inform yourself about what has happened to your clients over the course of 
the week?”.’ (GP 7)
GP adjustments to secure information transfer and patient follow-up: a trade-off of 
 responsibilities. In regard to compensating for fragile follow-up circumstances, responsibility 
emerged as an important topic. GPs ascribed responsibility to attending professional 
carers for recording health information from the consultation. The more important 
the information for the patient’s wellbeing, however, the more GPs felt responsible 
and took action to ensure that relevant information was recorded in client records: 
 
‘If I put things down in writing, or ask specifically: “Please arrange that with your 
colleague as well?” […], so that I know it is put on the file in a proper way, that 
offers a greater chance of success. Nevertheless, there is no guarantee that it is put 
on their file correctly.’ (GP 13)
GPs put extra effort into checking understanding in patients with ID and tried to 
inform professional carers or family at home, so that they could provide further 
explanation to patients. They frequently encountered problems in contacting professional 
carers, however, because of a mismatch between GPs’ and carers’ working hours: 
‘Then I ask the assistant: “Please make sure the carer directly involved is contacted and 
calls me back?” And then it usually takes 3 days to reach the person in question.’ (GP 8)
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Sharing diagnosis and treatment information with professional carers created a 
shared responsibility for realising the treatment, according to GPs: 
‘That [filling in a transfer form] means putting it down in writing and […] that 
enables someone to show it to his or her carer, so that person too is informed.  
As a result, it becomes a shared responsibility, so to speak.’ (GP 2)
GPs considered patients with ID and their carers jointly responsible for monitoring 
patients’ health and for initiating feedback on the course of treatment. If they felt that 
problems could occur in carrying out the treatment, GPs took extra measures to 
guarantee effective execution. They, for example, put reminders in their medical 
records to call patients should they miss an appointment. Others tried to guarantee 
transfer of referral information by professional carers by notifying the intended 
recipients: 
‘As a result, we […] have in the meantime what you might call a shadow 
consultation by sending an email that says: “Please note that the carers should 
pass on this question to you”.’ (GP 8)
 
GPs considered these types of adjustments partly their responsibility, but to a great 
extent also felt uncomfortable with the extra demands on effort and time.
Box 2  Main barriers and facilitators in health information exchange.
1.  Impaired medical history taking and clinical decision making
Patient-related factors
Barriers
Lack of (reliable) health information for triage protocols, history taking, shared-decision-
making, and diagnosis/treatment plan, resulting from difficulty in understanding and 
communicating various types of health information:
· Conveying the reason for encounter
· Conveying the nature and history of the medical problem
· Conveying concerns and expectations of the consultation
· Expressing nuances of complaints
· Reflecting on feelings and emotions
· Understanding abstract concepts (e.g. time and body functioning)
· Understanding GP’s questions and explanations of diagnosis and management plan
Professional-carer-related factors
Barriers
Lack of (reliable) health information with regard to patient’s condition, medical history, 
social context, communication level or reason for encounter; deemed related to:
· Carer staff shortages
· Lack of competencies in identifying and monitoring health problems
· Inadequate recording
· Shortcomings in supply of patient information for GP’s medical records
Facilitators
· Preparing the consultation 
· Attendance of (informed) carer during consultation, preferably family or regular 
professional carers
· Use of communication forms
· Awareness of carers’ roles in providing information during the consultation
GP-related factors
Barriers
· Time constraints (hindering shared-decision-making in particular)
Facilitators
Adjustments in communication:
· Speaking slowly
· Adjusting language level
· Taking more time
· Putting effort into making patient feel at ease
· Using self-made drawings
· Safeguarding patient’s control over the conversation
Adjustments in planning of consultations:
· Cutting management plans into smaller pieces during following consultations
· Scheduling extra consultation time
· Blocking time slots to allow professional carers to accompany
· Planning extra telephone consultations with carers absent during the consultation
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Long-term relation GP–patient with ID helps to:
· Judge reliability of patient information
· Identify patient’s concerns
· Understand patient’s communication style
· Build a trusting relationship with patient
Long-term relation GP–professional carer helps to:
· Judge reliability of patient information
2.  Fragile patient follow-up
Patient-related factors
Barriers
· Difficulty retaining and restating information from the consultation at home
Professional-carer-related factors
Barriers
Lack of information in carer records with regard to diagnosis and management plan; 
deemed related to:
· Absence of carers during the consultation 
· Presence of part-time temporary care staff in the care organisation
· Lack of competencies in processing health information
· Inadequate recording and sharing between colleagues
Mismatch between GPs’ and professional carers’ working hours
GP-related factors
Facilitators
· Extra checking of patient’s understanding
· Provision of information from the consultation in writing and by calling carers at home
· Explicit requests to professional carers to share and record information
· Reminders in electronic health records to call patients after ‘no-show’
· Notifying intended recipients of professional carer information
Discussion
Summary
This study aimed at providing insight into GPs’ and GPAs’ perceived HIE facilitators 
and barriers during and around GP consultations for patients with ID. Analysis resulted 
in two overarching themes: (1) impaired medical history taking and clinical decision 
making, and (2) fragile patient follow-up, and revealed barriers in the forms of 
problematic patient communication skills, inadequate collection of information and 
preparation by professional carers prior to the consultation, and gaps in recording and 
sharing information by carers afterwards. This resulted in risk of delay in diagnosis and 
treatment, misdiagnosis, unnecessary tests and inadequate implementation of treatment 
regimens. GP adjustments to communication and consultation planning, and continuity 
of GP and carers, facilitated HIE. A specific consideration of GPs concerned the distribution 
of HIE responsibilities among GPs, patients and professional carers.
Strengths and limitations
Strong elements of this study are the inclusion of both GPs’ and GPAs’ perspectives 
and the focus on the stages during and around consultation, elucidating the chain of 
events leading to qualitatively less effective consultations, treatment and patient 
follow-up. 
 The exploratory nature did not permit a complete analysis of contextual factors 
that could influence HIE, and data gathering was limited to interviews. Cross-checking 
with field experts helped deepen the contextual understanding of our results, however. 
 Bias could have occurred by including GPs with a considerable number of patients 
with ID, who were possibly relatively experienced with ID patient communication and 
necessary adjustments to match patients’ needs. Nonetheless, this was also needed 
to reveal a full range of GP adjustments applied and considered important in practice. 
Comparison with existing literature
Two other studies touched upon aspects consistent with our findings: difficulty of 
patients with ID recounting medical information and lack of documentation by 
professional carers, making GPs more cautious about the validity of their diagnosis 
(17, 29). In other ID literature, doctor–patient communication problems were broadly 
described as interfering in medical assessment and treatment (5, 30, 31), but concrete 
effects on the process or outcomes of consultations from a GP perspective remained 
largely unexplored. 
 Lack of GP competencies and training in communicating with patients with ID is 
often regarded as an issue by patients, carers and GPs (17, 31-35). In our study however, 
GPs considered communication with patients with mild to moderate ID one of their 
core competencies, and training needs were not mentioned in this respect. 
 Obtaining high quality information appeared to be a key objective for the GPs in 
this study. Correspondingly, they displayed a predominantly task-oriented approach in 
consultation, and patient-oriented communication was also recognised to be beneficial for 
information gathering (36, 37). For GPs, for example, attuning their communication 
style to individual patients’ needs facilitated retrieval of relevant patient information. 
In this respect, it is remarkable that professional carers were primarily talked about by 
GPs as carriers of information and not as facilitators of GP-patient communication. 
The suggestion made by some GPs that communication forms may compensate for 
carers’ absence can be similarly regarded. Carers, however, also can help patients with 
ID to express their own perspective and can support GPs in communicating in the best 
way (38, 39), and in this way they are of twofold importance for HIE. 
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Implications for research and practice
From the present results it is apparent that, from the GP perspective, HIE problems 
come down to ‘necessary information not arriving at the consultation’ and ‘loss of 
important consultation information afterwards’. Deploying HIE tools, such as 
communication forms or audiotaping the consultation, together with other GP 
adjustments, may help overcome commonly occurring HIE barriers. This alone, however, 
is insufficient to secure adequate HIE. The present results raise questions about the 
extent to which GPs’ responsibility for following up on their patients can be shared 
with professional carers. It is therefore recommended to check expectations with 
regard to professional carers’ competencies in monitoring patients with ID and their 
roles during the GP consultation. It is equally important to clarify the distribution 
of responsibility for exchanging health information and for acting upon this 
information (40). 
 On the basis of the present study and earlier research on the perspectives of 
patients with ID, professional carers and relatives (41), the next research step could 
be to focus on how to attune daily GP practice to the practicalities of HIE with patients 
with ID and their professional carers. Prioritising the most important procedural steps 
in HIE with these groups, and, moreover, clarifying which steps are best influenced 
by whom, can help to find the best practical solutions to overcome HIE barriers. 
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Abstract
Objective: Accurate health information exchange (HIE) is fragile in healthcare for 
patients with intellectual disabilities (ID), threatening the health outcomes for this 
patient group. In conjunction with a group of experts, we aimed to identify the 
principal actions and organisational factors facilitating HIE for primary care patients 
with ID and to assess their perceived feasibility in daily practice.
Methods: We conducted a two-round modified Delphi study with Dutch GPs (n=22), 
support workers (n=18) and ID physicians (n=20). In an extensive set of 61 items 
covering actions and organisational factors, experts ranked items in order of 
importance and rated their feasibility. 
Results: Agreement was reached on the importance of 22 actions and eight 
organisational factors, of which 82% were deemed (very) feasible in daily practice. 
Experts stressed the importance of listed actions and factors being implemented 
simultaneously and remarked that further priority should be based on contextual 
demands. 
Conclusion and practice implications: This study indicates the principal actions and 
organisational factors for HIE regarding primary care patients with ID. The set can be 
used as a practical guide to optimise inter-professional cooperation and arrange the 
distribution of HIE roles and responsibilities in relation to this patient group.
Introduction
People with intellectual disabilities (ID) experience poorer health outcomes and a 
shorter life expectancy than people without ID [1-3]. Calls are often made to improve 
the quality of healthcare and reduce the rate of premature deaths in this population 
[4,5]. If healthcare provision for patients with ID is to achieve better health outcomes, 
it is crucial to attune the roles and actions in exchanging patient health information 
between the several parties involved and match them to the organisational context 
[6,7].
 Adequate health information exchange (HIE), including doctor–patient 
communication, is generally recognised as an important aspect of healthcare [8-10]. 
HIE can be defined as the exchange of oral or written patient health information 
between doctor, patient and others involved and includes facts about, or perceptions 
and observations of, symptoms or treatments [11,12]. Patients with ID, defined as 
significant limitations in both intellectual functioning and adaptive behaviour 
originating before the age of 18 years [13], often face challenges exchanging 
information with health professionals. This originates from cognitive limitations 
and communication impairments, but also from health professionals being unfamiliar 
with adjusting their communication to the required level [14,15]. People with ID often 
depend on carers to recognise expressions of ill health, to assist in health 
communication, and to apply health information in therapeutic regimens [16-18]. 
Discontinuity of carers, in addition to doctor–patient communication problems, can 
therefore pose a direct threat to continuity of patient health information [11,19] and 
thus to the timeliness and accuracy of diagnoses and treatments [4,7,20]. A HIE 
perspective can offer opportunities to clarify and counter important mechanisms 
behind adverse health outcomes in this patient group.
 Recent studies of HIE regarding patients with ID, in which the literature was 
reviewed and the experiences of stakeholders in primary care were examined, indicate 
that accurate HIE is a complex, multi-stage process [7,11,21]. The involvement of many 
different actors (Box 1) in consecutive stages makes HIE prone to uncertainty in the 
distribution of roles and responsibilities. Conflicting expectations with regard to one 
another’s roles and the priority of actions in exchanging information constitute 
challenges to cooperation in primary care. The myriad of barriers to, and facilitators of, 
HIE can make it an arduous task for policymakers to decide where to start when they 
are aiming to improve primary care for people with ID [7,11,21]. 
 Agreement between professional groups on the actions and roles considered 
most important for effective HIE can be an important step towards improving 
 inter-professional partnership in primary care for people with ID. Within this 
partnership, several care providers cooperate in consecutive stages of HIE and may be 
requested to perform actions that are necessary to facilitate follow-up actions of 
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others involved. If the opinions of one party about the importance of certain actions 
and roles do not coincide with the opinions of the other party, this creates the risk of 
actions not being followed through adequately. In addition, agreement on critical 
organisational HIE factors can advance primary care arrangements and improve the 
quality of care for this patient group. 
 Each professional group may have its own expertise, but also its blind spots with 
regard to which actions and organisational factors are important for HIE; this calls for 
a research approach that enables different professional groups to be informed by, and 
learn from, the perspectives of other experts. This Delphi study aims to reach 
agreement between general practitioners (GPs), ID physicians and support workers 
on the principal actions and organisational factors facilitating HIE for people with ID 
who receive care from GPs and ID care provider services. We further aim to assess the 
perceived feasibility of these actions and factors in daily practice. 
Box 1   Description of the Dutch primary care system for people with  
intellectual disabilities.
The GP is the principal physician for most people with ID in the Netherlands, at least those 
who are not in residential care [22]. GPs can refer patients to ID physicians in specialised 
out-patient clinics.
GPs are the gatekeepers to secondary care and predominantly work in partnership with 
other GPs, practice assistants and nurses in healthcare centres.
Within ID care provider services, medical care is provided by both ID physicians and GPs. 
ID physicians have completed three years of specialist training in ID medicine. Within 
residential care facilities, they provide both primary and specialist care, often in cooperation 
with local GPs.
Care provider services each serve on average 1200 people with a varying level of ID and 
support needs [22]. Support workers are trained in social work or nursing.
Types of service provision vary from floating support several hours a day or a week to people 
living alone or with family, to 24 h staffed residential care. The type and amount of support 
determine to some extent whether support workers attend doctors’ appointments, with 
people with floating support receiving less support in visiting their doctor. In these support 
settings, it is rather a support worker than a relative who accompanies an adult with ID to 
the doctor.
Methods
Between January and July 2016, a modified two-round Delphi study was conducted. 
The study was a continuation of previous studies that investigated the barriers to, and 
facilitators of, HIE in GP care for patients with ID as described in the literature and as 
perceived by different stakeholder groups [7,11,21]. It can be considered ‘modified’ 
because the content of the first Delphi round was generated from the combined 
results of these previous studies, rather than from the literature alone or from an 
open-ended questionnaire, as in traditional Delphi studies [23].
 The Delphi technique is well suited for studies that aim to achieve convergence of 
opinion on a specific topic [23]. It consists of a number of rounds of data collection in 
which an expert panel is asked to answer items in a questionnaire. Anonymity 
between experts is assured in order to prevent pressure. Controlled opinion feedback 
in the form of a summary of findings from the previous round allows experts to 
reconsider their initial response during consecutive rounds [24]. 
 A Delphi study is an exploratory inquiry concerning personal opinions on 
healthcare quality and therefore, according to Dutch legislation, no ethics committee 
approval is necessary. 
Recruitment of the delphi expert panel
For the expert panel, we included Dutch GPs, ID physicians and support workers 
according to the following criteria. GPs were included if they had at least five patients 
with ID registered in their practice who receive professional support from an ID care 
provider service. ID physicians were included provided they had experience in 
co-treatment of patients with ID together with GPs or in treatment of patients 
referred to them by GPs in specialised out-patient clinics. Lastly, support workers were 
included if they supported people with ID registered in GP practices. 
 With these inclusion criteria, GPs and ID physicians were selected via the 
collaborative network of the Primary and Community Care department (Radboudumc) 
and of the Dutch Association of ID physicians. Support workers were recruited through 
the managerial staff of eight ID care provider services within our research consortium 
(www.sterkeropeigenbenen.nl). Identified experts were sent an invitation via email, 
including information on the purpose and the process of the study. We used the 
web-based application Limesurvey, version 2.06, to distribute and administer the 
online questionnaires.
Procedure and analysis of the delphi rounds 
Procedure round 1
The aim of round 1 was to assess agreement on the actions and organisational factors 
with the highest priority for achieving accurate HIE regarding GP patients with ID. A 
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questionnaire with 61 items was constructed for round 1 based on previous studies on 
HIE regarding GP patients with ID (see Appendix 1) [7,11,21]. The items, covering actions 
and organisational factors that may facilitate HIE, were tested for readability and 
comprehensibility during cognitive interviews [25]. Reduction and rephrasing of items 
was discussed during meetings with all authors, following the steps described in 
Figure 1. Items describing actions were categorised into five sections representing HIE 
stages and goals, and items describing organisational factors were divided into two 
sections (Table 1) [7,21]. 
 To enhance the quality of the data collected and ensure that the ratings were 
practice-informed, experience with the listed actions or factors was set as a condition 
for the experts in ranking these. Experience was defined as knowing the action or 
factor to be present or having partaken in the action or organisation of the factor. 
Having indicated experience with the listed items, experts were requested to select 
from the remaining items within each section the two most important items and, for 
more discriminative strength, also the two least important items. If experts had 
experience with only three or four items per section, then only the two most important 
items were indicated. If experts had experience with fewer than three items per 
section, they continued with the subsequent section without indicating importance. 
Experts were invited to add rationales for their ranking. Experts who filled in more 
than 50% of the questionnaire were invited to participate in round 2.
Analysis round 1
Responses of experts who completed >50% of the questionnaire were analysed using 
SPSS version 22. Items were included for analysis if >50% of the experts in at least one 
subgroup (ID physicians, GPs or support workers) had experience with the item. Items 
below this cut-off point were deemed not suitable for further analysis because of too 
low overall experience and too small number of experts per item. Items were further 
selected on the basis of the percentage of experts that deemed an item ‘most 
important’ as compared to the percentage of experts that deemed the same item 
‘least important’ (Figure 2). The remaining items were presented in round 2 for further 
prioritising. Experts’ comments were analysed, checked for new themes and 
summarised for feedback in round 2. 
Procedure round 2
In round 2, we aimed to reach agreement on the importance of actions and 
organisational factors facilitating HIE, and on the importance of the HIE stages and 
goals. Further, we assessed the perceived feasibility of these actions and factors in 
daily practice. 
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Experts could opt for controlled opinion feedback in the form of numbers and graphs 
and/or a summary of experts’ rationales for choice of ranking. Having been presented 
this feedback, experts were asked to rank the items within each of the seven sections 
in order of importance. In addition, experts were asked to rate the importance of the 
overarching section topics. This was done by asking ‘How much influence do the 
respective section topics have on (1) the quality of medical care for people with ID and 
(2) the health of people with ID?’, scored on a 5-point Likert scale (1, ‘very little influence; 
2, ‘little influence’; 3, ‘neither little nor much influence’; 4, ‘much influence’; and 5, ‘very 
much influence’).
 To score feasibility, the items describing actions that can be carried out by two 
actors were split into two versions of the same action, resulting in 34 items in total. 
For example, the item ‘During the medical consultation, either the GP or an attending 
support worker checks whether the client with mild/moderate ID has understood 
what has been explained’ was split into 1) The GP checks, and 2) An attending support 
worker checks. Feasibility was ascertained by asking ‘Based on your experience, what 
is your estimation of the feasibility of this item in everyday practice?’, with five Likert 
answer options (1, ‘very hard to realise’; 2 ‘hard to realise’; 3 ‘neither hard nor easy to 
realise’; 4 ‘easy to realise; and 5, ‘very easy to realise’). Experts were invited to add 
rationales for their rankings of importance and scores of feasibility, and to name 
important issues for the feasibility of the items in question.
Table 1   Health information exchange questionnaire sections and number of items 
within each section.
Professionals’, carers’ and patients’ actions Number of items
1. Detecting and monitoring aberrant health signs 10
2. Organising and preparing for a doctor’s appointment 5
3. Establishing a diagnosis and appropriate treatment plan 11
4. Transfer of information from the consultation to the patient’s 
home setting and support system
9
5. Processing of information for correct execution of a doctor’s 
treatment plan
6
Organisational factors Number of items
6. Continuity of carers and access to carers 10
7. Residual organisational items 10
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Analysis round 2
The data of the experts who completed >50% of the questionnaire were analysed for 
the total sample and for the subgroups. Within each section, we examined how often 
an item was ranked at each position of importance, giving each subgroup equal 
weight at the aggregate level. We then weighted exponentially the number of times 
an item was ranked at a certain position (positions 1 to 5 raised, respectively, to the 
power of 5 to 1) and based the final rank order in the total group and subgroups on this 
calculation. The corrected Kendall’s measure of concordance (Kendall’s W) was used as 
estimator of the agreement on ranking among the experts [26]. Friedman’s test was 
used to test for differences between the items’ ranking results. We calculated the 
modes of the influence scores of the individual sections and of the feasibility scores of 
all items to assess the central tendency of these scores. 
 Experts’ comments were thematically analysed by MM and a trained assistant. 
They independently coded fragments that referred to the feasibility of the items in 
question, using Atlas-ti (Scientific Software Development, version 7.1), and discussed 
the codes and recurring themes until consensus was reached.
Results
Experts
The round 1 questionnaire was sent to 84 experts, with a response rate of 88% who 
completed >50% of the questionnaire in round 1 and 81% in round 2, leading to an 
overall response rate in this study of 71% (Table 2). In both rounds, characteristics of 
experts who dropped out, i.e. filled in <50% of the questionnaire, did not differ 
significantly from those of the experts who completed round 2 with regard to sex, age 
or working experience. Support workers on the expert panel supported people with 
a wide range of intellectual functioning: 11% worked with people with borderline 
intellectual functioning, 83% with people with mild ID, 61% with moderate ID and 22% 
with severe ID. The estimated number of patients with ID registered within the 
practices of the participating GPs ranged from 9 to 370, with a median of 36. 
Results delphi process
Round 1
Ranking importance
There was a sufficient fraction of respondents with experience to include 43 of 
the 61 items (70%). The excluded items contained all five items relating to e-health 
applications, e.g. ‘use of an audio or video connection with a carer during the 
consultation’(3% experience in total group) or ‘making an audio-record of the T
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consultation’ (no experts indicated experience) (see Appendix 1, items 4, 24, 35, 50, 56). 
The other excluded items covered mainly organisational factors (9 items).
 Of the 43 items, 30 items (70%) were selected according to the selection criteria, 
as depicted in Figure 2, and were presented for further prioritising in round 2. There 
was agreement on the direction of importance between all three subgroups for 23 of 
the 30 items (77%), with ‘direction of importance’ defined as the direction of the most 
frequently made score in the subgroup; i.e. either ‘most important’ or ‘least important’. 
Round 2
Ranking the importance of items within sections 
The relative importance of the 30 items based on the experts’ ranking scores in round 
2, is depicted per section in Table 3. Agreement on the importance ranking was very 
weak, in both the total group and the subgroups: Kendall’s W ranged, within the total 
group, from 0.04 to 0.24, and, within the subgroups, from 0.03 to a maximum of 0.41 
(moderate agreement: 0.5 [27]). 
 Out of the seven sections, five displayed items with statistically significant 
different ranking positions at the total group level (Friedman p-value ≤0.05). The 
same applied to four sections within the subgroups of ID physicians and support 
workers, and to two sections within the GP subgroup. 
Rating the importance of section topics
In both the total group and the subgroups, the topic ‘detecting and monitoring 
aberrant health signs’ (section 1) was most frequently scored as having ‘very much 
influence’ (score 5) on the health of people with ID. In the total group, all other topics 
were scored most frequently as having ‘much influence’ (score 4) on both the quality 
of medical care and the health of people with ID (see Table 4). 
Rating feasibility
The items describing actions that can be carried out by two actors were split into two 
versions of the same action, resulting in 34 items in total. Of these 34 items, four (12%) 
were judged most frequently as ‘very easy to realise’ (score 5) in the total group and 24 
(71%) as ‘easy to realise’ (score 4) (see Table 3). Only one item, on reaching support 
workers by phone between 8 a.m. and 8 p.m., was rated most frequently as ‘hard to 
realise’ (score 2) in the total group (item 6.5), although with a wide distribution of 
responses.
 Within the ID physician subgroup, two items were rated most frequently as ‘hard 
to realise’ in daily practice: ‘practice assistants providing the patient with written 
consultation information’ (item 4.4b) and ‘reaching support workers by phone 
between 8 a.m. and 8 p.m.’ (item 6.5). Other feasibility ratings of the three subgroups 
ranged modally between 3 and 5. 
Experts’ comments on importance and feasibility
Experts reported difficulties with distinguishing between items they considered 
equally important and closely interrelated. They indicated that the feasibility of some 
items was contingent on other items being addressed first. In their comments on 
ranking individual items, experts noted that any priority should be based on contextual 
demands. Lastly, experts emphasised the need for actions and organisational factors 
to occur simultaneously to increase the overall feasibility of HIE in daily practice. 
 Comments were dominated by remarks on communication skills and time 
restrictions, two types of barriers regarded as a serious threat to the feasibility of 
information exchange and to adequate triadic and patient-centred communication during 
the consultation. In addition to these major barrier categories, experts described specific 
conditions for adequate HIE, such as awareness of impairing personal characteristics of 
patients, GPs and support workers, and adequate communication attitudes in GPs and 
support workers. Communication during the consultation, for example, was seen as 
often depending on patients’ characteristics, such as anxiety or distress: 
‘Occasionally, clients can be extremely anxious, and a GP checking their 
understanding may only worsen this. In these events, it would be better to let the 
support worker judge what the client needs at that moment.’ (Support worker) 
Professional attitudes were also deemed to influence the communication of health 
information, such as assertiveness on the part of support workers giving the GP 
communication directions during the consultation, and an open and inviting attitude 
of GPs facilitating this: 
 ‘In my experience, GPs can have difficulties with that [support workers  
giving communication directions]. It’s easier to do if GPs have some experience  
or are open to receiving advice.’ (Support worker) 
‘This is difficult; support workers have to be assertive to a certain extent and GPs 
have to offer them space to be so. The working relation between support worker and 
GP is often not equal enough for support workers to feel  free enough for this.’ (GP) 
The physician groups further mentioned support workers’ awareness of their signalling 
and supporting roles as an important condition for adequate HIE. In addition, all 
subgroups remarked that, for various actions, specific knowledge and expertise are 
required that can only be generated by frequent contact with people with ID. ID 
physicians and support workers suggested that it would be beneficial if GPs had 
contact with patients with ID very regularly. GPs, however, remarked that the feasibility 
of many listed actions would be higher if there were not too many patients with ID 
registered in their practice. 
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Table 3   Results of round 1 and round 2: overall experience in round 1,  
rank order of importance of items per section and feasibility scores of  
total group and subgroups in round 2.
 
Sections and abbreviated item labels  
(item identification number, corresponding with items in Appendix 1)
Overall 
experience 
(round 1) 
n (%)
Rank order of importance per section (round 2) Feasibility scores (round 2)
Mode (%) 
Total group IDP GP SW Total group IDP GP SW
1. Detecting and monitoring aberrant health signs
1.1 Support worker: judges severity of health complaints. (3) 71 (91%) 1 1 1 1 4 (53%) 4 (70%) 4 (50%) 5 (50%)
1.2 Support worker: records observations of deterioration in health. (7) 65 (83%) 2 2 4 3 5 (76%) 5 (70%) 5 (59%) 5 (100%)
1.3 Support worker + relative: discuss deterioration in health. (6) 65 (83%) 3 3 2 5 4 (42%) 4 (60%) 4 (50%) 5 (44%)
1.4 Client with mild/moderate ID: initiates conversation about own health. (9) 57 (73%) 4 4 3 2 3 (42%) 3 (50%) 3 (36%) 3 (39%)
1.5 Support worker: discusses clients’ health signs with colleagues. (5) 57 (73%) 5 5 5 4 4 (46%) 4 (70%) 4 (41%) 5 (61%)
Kendall’s W 0.10 0.21 0.12 0.18
Friedman’s test, significance <0.001* 0.003*  0.04* 0.01*
2. Organising and preparing for a doctor’s appointment
2.1 Support worker: provides GP with written summary of the client’s health 
complaints and related questions. (14)
39 (52%) 1 1 1 2 4 (41%) 4 (50%) 4 (50%) 5 (39%)
2.2 Client: discusses health complaints and questions with support worker prior 
to the consultation. (11)
48 (64%) 2 2 3 1 4 (53%) 4 (50%) 4 (55%) 4 (56%)
2.3 Support worker: contacts relatives prior to the consultation for additional 
information or questions about the client’s health. (13)
47 (63%) 3 4 4 3 4 (41%) 4 (50%) 3/4 (41%) 5 (39%)
2.4 Support worker: requests a double appointment by default. (15) 31 (41%) 4 3 2 5 5 (52%) 5 (45%) 5 (73%) 5 (39%)
2.5 Support worker: rehearses the consultation with the client, in the form of role 
play, prior to the consultation. (12)
26 (35%) 5 5 5 4 3 (31%) 3 (35%) 3 (36%) 4 (39%)
Kendall’s W 0.24 0.33 0.25 0.33
Friedman’s test, significance <0.001* <0.001* <0.001* <0.001*
3. Establishing a diagnosis and appropriate treatment plan
3.1 GP: adjusts communication (perhaps based on support worker’s advice).** (26) 60 (81%) 1 1 1 1
 a.  A support worker gives advice 4 (32%) 3 (45%) 4 (36%) 4 (50%)
 b.  The GP adjusts his communication 3 (37%) 3 (45%) 4 (41%) 3/4 (33%)
3.2 Support worker: provides information on the nature and course of health 
complaints. (18)
71 (96%) 2 3 4 2 5 (47%) 4 (60%) 5 (45%) 5 (67%)
3.3 Support worker: clarifies the reason for encounter and request for help. (17) 67 (91%) 3 2 2 3 5 (49%) 4 (60%) 4/5 (45%) 5 (72%)
3.4 Support worker: clarifies information for both the client and the GP. (21) 64 (86%) 4 4 3 4 4 (48%) 4 (55%) 4 (50%) 5 (50%)
Kendall’s W 0.04 0.08 0.03 0.09
Friedman’s test, significance 0.07 0.22 0.67 0.18
4.  Transfer of information from the consultation to the patient’s home setting  
and support system
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Table 3   Continued.
 
Sections and abbreviated item labels  
(item identification number, corresponding with items in Appendix 1)
Overall 
experience 
(round 1) 
n (%)
Rank order of importance per section (round 2) Feasibility scores (round 2)
Mode (%) 
Total group IDP GP SW Total group IDP GP SW
4.1 Support worker: ensures information transfer to the client’s home. (34) 64 (86%) 1 1 2 2 4 (53%) 4/5 (45%) 4 (68%) 5 (50%)
4.2 GP or support worker: checks whether the client (mild/moderate ID) has 
understood. (28)
65 (88%) 2 2 3 1
 a.  An attending support worker checks 4 (53%) 4 (60%) 4 (55%) 4 (44%)
 b.  The GP checks 4 (45%) 3 (40%) 4 (59%) 4 (44%)
4.3 GP: adjusts communication (perhaps based on support worker’s advice).** (33) 56 (76%) 3 4 1 3
 a.  A support worker gives advice 4 (35%) 3 (45%) 4 (41%) 4 (44%)
 b.  The GP adjusts his communication 3 (37%) 3/4 (35%) 3 (36%) 3 (39%)
4.4 GP or practice assistant: provides consultation information in writing. (32) 49 (66%) 4 3 4 4
 a.  The GP provides information 4 (46%) 4 (50%) 4 (55%) 3/4 (33%)
 b.  The practice assistant provides information 4 (30%) 2 (40%) 4 (41%) 3 (39%)
Kendall’s W 0.04 0.17 0.05 0.03
Friedman’s test, significance 0.12 0.02* 0.37 0.68
5. Processing of information for correct execution of a doctor’s treatment plan
5.1 Support worker: records the health complaints and health signs to be 
monitored. (37)
66 (89%) 1 1 1 2 4 (48%) 5 (47%) 4 (68%) 5 (56%)
5.2 Support worker: discusses with the client (mild/moderate ID) the diagnosis, 
treatment plan and which health signs are to be monitored. (36)
52 (70%) 2 3 2 1 4 (49%) 4 (53%) 4 (50%) 4 (44%)
5.3 GP practice: requests support workers to accompany the client to subsequent 
medical consultations. (41)
46 (62%) 3 2 3 3 4 (33%) 3 (37%) 4 (55%) 5 (39%)
5.4 Support worker + relative: inform each other of the GP visit. (38) 62 (84%) 4 4 4 4 4 (50%) 3/4 (37%) 4 (64%) 4 (50%)
Kendall’s W 0.24 0.41 0.10 0.37
Friedman’s test, significance <0.001* <0.001* 0.12 <0.001*
6. Organisational factors: continuity of carers and access to carers
6.1 Medical consultation: takes place with a GP who is familiar to the client. (48) 57 (78%) 1 2 2 1 4 (55%) 4 (58%) 4 (62%) 4 (44%)
6.2 Support workers’ team: includes ≥ 2 persons who have known the client for 
some time. (44)
48 (66%) 2 1 1 5 4 (38%) 4 (47%) 3 (43%) 4 (39%)
6.3 Support workers’ team: composed of > 50% non-temporary workers. (46) 50 (68%) 3 3 4 2 3 (29%) 3 (42%) 3 (33%) 4 (39%)
6.4 GP patient record system: contains contact information of support workers 
and/or relatives. (49)
43 (59%) 4 4 3 4 4 (48%) 4 (47%) 4 (48%) 4 (50%)
6.5 Support workers’ team: can be reached by GP practice and relatives by phone 
between 8 a.m. and 8 p.m. (45)
32 (44%) 5 5 5 3 2 (32%) 2 (63%) 4 (48%) 4/5 (28%)
Kendall’s W 0.05 0.08 0.10 0.08
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Discussion and conclusion
Discussion
In this Delphi study, GPs, ID physicians and support workers reached agreement on the 
priority of 22 actions and eight organisational factors facilitating HIE regarding GP 
patients with ID. These actions and factors jointly cover the detection and monitoring 
of health signs, the preparation for a GP consultation, and the exchange of information 
around a diagnosis and a treatment plan. Experts mainly considered 82% of the 
actions and factors as (very) easy to realise in daily practice. 
 The subgroups show as much diversity within groups as between groups with regard 
to their experience with the actions and factors and their scores on importance and 
feasibility. This diversity reflects the complex context of primary care for people with 
ID, characterised by a large heterogeneity of professional and patient characteristics 
and accompanying care situations [6,28], resulting in a wide range of care experiences. 
Experts emphasised the interrelatedness between actions and factors and expressed 
a preference for implementing multiple actions and factors simultaneously, also 
indicating a complex care setting. In addition, they noted that any further prioritisation 
of actions and factors should be based on contextual demands. For these reasons, we 
did not further reduce the number of actions and factors after round 2. 
Table 4  Results round 2: importance rating of the section topics.
Importance of section topics (mode) Quality of  
medical care
Quality of  
health
Section
To
ta
l g
ro
up
ID
P
GP SW To
ta
l g
ro
up
ID
P
GP SW
1. Detecting and monitoring aberrant health signs 4 4 4 5 5 4 4 5
2. Organising and preparing for a doctor’s appointment 4 4 4 4 4 4 4 4
3. Establishing a diagnosis and appropriate treatment plan 4 4 4 4 4 4 4 4
4. Transfer of information from the consultation to  
the patient’s home setting and support system
4 5 4 4 4 4 4 4
5. Processing of information for correct execution of  
a doctor’s treatment plan
4 5 4 4 4 4 4 4
6. Organisational factors: continuity of carers and access  
to carers
4 4 4 4 4 4 4 4
7. Organisational factors: residual items 4 4 3 4 4 4 3 4
IDP= ID physicians, GP = general practitioners, SW = support workers.
Table 3   Continued.
 
Sections and abbreviated item labels  
(item identification number, corresponding with items in Appendix 1)
Overall 
experience 
(round 1) 
n (%)
Rank order of importance per section (round 2) Feasibility scores (round 2)
Mode (%) 
Total group IDP GP SW Total group IDP GP SW
Friedman’s test, significance 0.04* 0.24 0.09 0.22
7. Organisational factors: residual items
7.1 ID care service provider: efficient client record system to report into. (54) 46 (66%) 1 1 1 1 4 (40%) 4 (42%) 4 (45%) 5 (50%)
7.2 ID care service provider: schedules small shift overlaps to enable support 
workers to exchange information orally and in writing. (55)
37 (53%) 2 2 2 2 4 (35%) 3 (32%) 4 (50%) 4 (28%)
7.3 GP practice + ID care service provider: arrangements on the exchange of 
clients’ health information. (53)
35 (50%) 3 3 3 3 4 (40%) 4 (37%) 4 (50%) 4 (33%)
Kendall’s W 0.16 0.11 0.10 0.38
Friedman’s test, significance <0.001* 0.13 0.14 0.001*
IDP = ID physicians, GP = general practitioners, SW = support workers.
* Statistically significant (p <0.05) 
**  Items 3.1 and 4.3 represent the same action; this action was relevant to, and thus appeared in,  
two separate sections.
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The results of our study, and those of others [14,29,30], suggest that allocating more 
time could solve many HIE problems. However, focusing primarily on this potential 
solution entails the risk of overlooking other factors. Given the complexity as 
addressed in the experts’ comments, other directions for solutions materialise, such 
as raising awareness of HIE roles and of impairing personal characteristics, improving 
professional attitudes and gaining knowledge by experience. In addition, these factors 
may be closely related to one another, as Gill et al. for example show. In their survey, 
GPs with the most frequent contact with patients with ID had significantly more 
positive attitudes about working with this group than those with the least frequent 
contact, and GPs’ attitudes showed no relation to formal ID training [31]. Wilkinson et 
al. also conclude that GPs request more exposure to people with ID and experiential 
learning rather than theoretical education [32]. Gaining knowledge by experience 
might, for GPs, entail the challenge of finding the optimum number of patients with 
ID in a GP practice, given the extra demands in time and effort [7,15]. 
 Our study suggests that, in the Netherlands, there is very little experience with 
the application of e-health technology for the exchange of health information 
between physician, patient with ID and support system, although technology may 
have great potential for this purpose [33-35]. This may indicate that such e-health 
facilities are not widely available, but also that, in daily practice, they are not easily 
implemented or are overlooked by the experts as opportunities to improve HIE 
between physicians, patients and carers [35]. 
 As far as we know, ours is the first study to operationalise HIE in terms of 
facilitating organisational factors and patients’ and professionals’ actions in daily 
primary practice. Furthermore, the recruitment of experienced experts from different 
backgrounds and making experience with the items a condition for selecting items 
ensured that the results are based on knowledge grounded in experience instead of 
popular beliefs. Another strength of the study is our choice of ranking methods, 
enabling us to differentiate the degree of importance of the items better than with an 
ordinal rating scale. As the items were derived from previous studies, where their 
importance was already assessed in general terms, a standard 5-point ordinal rating 
scale for each item would very likely have yielded ratings too similar to distinguish 
between items. 
 A relatively high percentage of the prioritised items in this study are judged (very) 
feasible in daily practice. This might seem remarkable considering published research 
in which many barriers to HIE, from which the actions and factors on our list are 
derived, are described as very persistent [11,20]. Experts in our study often commented 
that actions and organisational factors were feasible under certain conditions and 
may have judged feasibility in relation to ideal settings in which these necessary 
conditions for implementation are met. There may be another mechanism behind the 
high feasibility scores found in this study. While scoring the importance of the items 
in round 1, experts might have taken into consideration their ideas about the feasibility 
of the items and let these influence their ideas about importance. This may have 
favoured (very) feasible actions over less feasible actions, but it also resulted in a 
selection of items that are considered both important and feasible enough for 
implementation in daily practice. 
 Because of the experience criterion, half of the organisational factors were 
discarded in the first round. This may reflect a scenario outside the respective experts’ 
circle of influence and a lack of awareness of the organisational setting in which care 
is provided. Further exploration of the relation between HIE and organisational factors 
may require a different research design with additional stakeholders, such as executive 
staff within ID care service providers. 
Conclusion
In this study, in conjunction with a group of experts, we identified the principal actions 
and organisational factors for HIE regarding GP patients with ID. The actions and 
factors are overall perceived as (very) feasible in daily practice and jointly describe 
what can be specifically done to facilitate HIE. Roles and actors are described in the 
prioritised set, rendering it suitable to guide daily practice of both support workers 
and GPs caring for people with ID. Given the complexity of primary care for this patient 
group, contextual demands steer decision making about which of the actions or 
organisational factors in the final set to address at what time.
Practice implications
By prioritising actions and organisational factors facilitating HIE, this study aimed to 
reduce complex HIE processes to manageable proportions. For policymakers, GP 
practices and support workers, the prioritised set of actions and organisational factors 
can be a starting point for optimising inter-professional cooperation, distributing 
roles and responsibilities, and making arrangements for sharing health information. 
Involved parties can use the set to screen their own practice and decide jointly or 
individually which sections or individual items to act on first, depending on the 
situation at hand. Furthermore, to raise awareness of the roles required in HIE and 
inform the different care providers about what is expected from them, the set can be 
applied in educational activities for GPs and support workers using real-life examples 
involving patient–professional exchange. Given that the topic ‘detecting and 
monitoring aberrant health signs’ was scored most frequently as of very much 
influence on the health of people with ID, this topic deserves specific attention in the 
education of support workers. Lastly, the prioritised actions and organisational factors 
in our study provide a sound base for researchers and policymakers who want to 
develop and implement interventions that aim to improve primary healthcare for 
people with ID.
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From this study, it appears that current e-health applications assisting in HIE have not 
yet found their way to the field of intellectual disabilities. More research is needed to 
explore the barriers to their implementation and their potential for effective and 
efficient HIE. 
 In relation to investigating HIE practice and implementing actions and 
organisational factors facilitating HIE, the results argue for approaches that appreciate 
complexity and dynamics, for example as found in the ‘systems thinking’ used in the 
health promotion field [36], or in theories on knowledge exchange in innovation 
systems that incorporate the roles of intermediaries and actors responsible for 
preconditions [37]. Such approaches, in which the patient context and circumstances 
are addressed on multiple levels, could do justice to the complexity of healthcare for 
people with ID and provide a starting point for evaluating the effect of implementing 
the actions and organisational factors highlighted in this study from the perspectives 
of both professionals and patients.
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Appendix 1  Items in round 1 questionnaire. 
Item ID Item label
Section 1
1 A support worker discusses the client’s health condition at standard intervals 
with the client, colleagues and client’s relatives. 
2 A support worker provides clients with mild/moderate ID with information 
about their health condition and gives further explanation. 
3* A support worker helps to judge the severity of clients’ health complaints and, 
if necessary, initiates a doctor’s visit.
4 A support worker supports clients with mild/moderate ID in using the internet, 
e-health apps and/or email to find or share health information. 
5* A support worker discusses clients’ deterioration in health signs with 
colleagues face-to-face or by phone. 
6* A support worker and client’s relative contact each other in the event of signs 
indicating a deterioration in the client’s health.
7* A support worker records his observations of signs that could indicate a 
deterioration in the client’s health. 
8 At the start of a new shift, a support worker reads all clients’ reports since his 
last shift. 
9* In the event of a client with mild/moderate ID having worries or questions 
about his own health, he initiates a conversation on this topic in the company 
of a support worker or family carer. 
10 The GP practice is proactive in calling the client and/or the support workers to 
monitor problematic health situations. 
Section 2
11* A client who visits his GP without a support worker discusses the course and 
nature of his health complaints, including the questions he has, with a support 
worker prior to the consultation. 
12* Prior to the consultation, a support worker and client together rehearse the 
reason for encounter and relevant health complaints, e.g. in the form of role 
play. 
13* Prior to the consultation, a support worker contacts the client’s relatives to ask 
whether they have additional health information or questions with regard to 
the client’s health. 
14* With each medical consultation, a support worker provides the GP with a 
written summary of the course and nature of the client’s health complaints 
and related questions, regardless of whether or not he attends the 
consultation. 
15* If a person with ID is involved, a support worker requests a double appointment 
by default. 
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Appendix 1  Continued. 
Item ID Item label
Section 3
16 During the medical consultation, a support worker puts the client at ease. 
17* During the medical consultation, a support worker clarifies, if necessary, the 
reason for encounter and request for help. 
18* During the medical consultation, a support worker provides, if necessary, 
additional information on the nature and course of the health complaints.
19 During the medical consultation, a support worker provides, if necessary, 
additional information on the client’s social context. 
20 During the medical consultation, a support worker steers the conversation 
between the patient and doctor if he feels that the client is straying from the 
subject.
21* During the medical consultation, a support worker ‘translates’ (clarifies) 
information for both the client and the GP. 
22 During the medical consultation, a support worker allows the person with 
mild/moderate ID to talk with the GP as much as possible on his own. 
23 During the medical consultation, a support worker checks whether the person 
with mild/moderate ID has enough opportunity to join in the conversation and 
whether he agrees with what is being said or arranged. 
24 In the absence of a support worker or relative attending the consultation, an 
audio or video connection is used to contact a carer during the consultation.
25 The GP provides extra consultation time instantly when this is necessary for 
the client to understand the GP’s questions or to provide health information. 
26* The GP adjusts his communication level to that of the patient, either with or 
without a support worker’s advice.
Section 4
27 During the medical consultation, a client with mild/moderate ID indicates 
when he does not understand the GP’s words.
28* During the medical consultation, either the GP or an attending support worker 
checks whether the client with mild/moderate ID has understood what has 
been explained. 
29 If necessary, a person with ID asks the GP for extra explanation or consultation 
time during the consultation. 
30 The GP provides extra consultation time instantly when this is necessary for 
the client to understand the GP’s explanation. 
31 In the absence of a support worker or relative attending the consultation, the 
GP and client discuss with each other which help is necessary in transferring 
information from the consultation to the home setting.
Appendix 1  Continued. 
Item ID Item label
32* In the absence of a support worker or family carer attending the consultation, 
a GP or practice assistant provides consultation information to the patient in 
writing. 
33* A GP adjusts his communication level to that of the patient, either with or 
without a support worker’s advice. 
34* A support worker who attends the medical consultation ensures the transfer of 
information from the consultation to the client’s home setting, e.g. by making 
notes. 
35 In the absence of a support worker or family carer attending the consultation, 
an audio-record of the (summarised) consultation is made and taken home by 
the client.
Section 5
36* After the medical consultation, a support worker discusses with the client with 
mild/moderate ID the diagnosis, the treatment plan and which health signs are 
to be monitored. 
37* A support worker records the health complaints and health signs to be 
monitored for colleagues, relatives and/or for the person with mild/moderate ID. 
38* A support worker and client’s relatives inform each other of the fact that the 
client has visited the GP. 
39 In the absence of a support worker or family carer attending the consultation, 
the GP practice calls a support worker or relative to inform them or to retrieve 
additional health information. 
40 The GP practice arranges a follow-up consultation directly after the medical 
consultation, instead of leaving it to the client, support workers or relatives to 
plan this. 
41* The GP practice requests support workers to accompany the client to 
subsequent medical consultations when their absence during a consultation 
was regretted by the client and/or the GP.
Section 6
42 During working hours, clients with floating support are able to have face-to-
face contact with a support worker to discuss health issues. 
43 Clients with floating support are able to contact a familiar support worker to 
discuss health issues 24 hours a day, e.g. by phone or video connection. 
44* A team of support workers includes at least two persons who have known the 
client for some time. 
45* The GP practice and relatives are able to reach the team of support workers by 
phone between 8 a.m. and 8 p.m.
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Item ID Item label
46* A team of support workers is composed of more than 50% non-temporary 
workers.
47 When accompanying a client to subsequent medical consultations, the same 
support worker, who is familiar to the client, attends the consultations. 
48* The medical consultation takes place with a GP who is familiar to the client. 
49* Contact information of one or more support workers and/or relatives has been 
recorded on the GP patient record system. 
50 A secured e-mail connection is available to exchange information between the 
GP practice and support workers. 
51 The GP practice makes available to support workers a dedicated phone line to 
medical specialists in hospitals.
Section 7
52 The GP practice and the ID care service provider have arranged for which types 
of information the explicit permission of the client with mild/moderate ID is 
needed before information exchange can take place. 
53* The GP practice and the ID care service provider have arranged how and in 
which situations they exchange health information on clients. 
54* The ID care service provider has a client record system that is efficient for 
support workers to report into, e.g. organised, not time-consuming, a separate 
section to record health information, etc.
55* The ID care service provider schedules small shift overlaps to enable support 
workers to exchange information orally and in writing at the start and the end 
of each shift. 
56 The ID care service provider enables clients’ relatives to have digital access to 
the client record system and to read and record information. 
57 The GP practice is flexible in scheduling consultations with clients with ID, e.g. 
blocking time slots to facilitate accompanying support workers.
58 The GP practice provides written medical information and illustrations 
amended to suit people with ID.
59 The ID care service provider supplies information on the client’s 
communication level to the GP practice. 
60 The GP practice records information on the client’s communication level on the 
GP patient record system.
61 The GP practice offers standard double appointments to patients with ID. 
* Items that remained in round 2 
 Items excluded in round 1 due to lack of experience
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General discussion
The general health status of people with ID is considerably worse than that of their 
peers without ID (1-4). In studying and conquering these health inequalities, 
researchers have identified several determinants accounting for the differences found 
in health. This has led to the conclusion that many of the detected health inequalities 
are amenable to intervention and can thus be minimised or even resolved. This thesis 
concentrated on a health information perspective to clarify and describe mechanisms 
behind the ill health of people with ID. The objective was to provide insight into the 
determinants of health information exchange (HIE) in primary care for people with ID 
and to identify the actions and factors considered most important and feasible for 
effective HIE in daily practice, with the overall aim of detecting processes that can be 
influenced in order to optimise medical care and reach better health outcomes for this 
patient group. 
 In this final chapter, first the principal findings with regard to the research 
questions are presented and reflected on, accompanied by the presentation of a model 
of contextual factors influencing HIE in primary care for people with ID. After that, 
three themes are discussed: 1) The dynamics between patient autonomy and health 
information alignment, 2) The dynamics of HIE and inter-professional collaboration 
and 3) The dynamics of generalist care for people with ID. Subsequently, the 
methodological considerations of this thesis are addressed, followed by recommendations 
for clinical practice, education practice, policy and research, and the final conclusions 
of this thesis.
Overview and discussion of main findings
The qualitative review of literature on primary healthcare access for people with ID 
(Chapter 2) investigated what themes could be derived relating to HIE barriers to, and 
facilitators of, GP care. The six resulting themes are communication skills (1), health 
literacy and self-advocacy (2), carers’ and health professionals’ knowledge (3), record 
keeping and sharing data (4) and roles of third parties in facilitating HIE (5). Lastly, 
organisational factors (6) emerged as an important theme, relating to continuity of 
care and planning and preparing for medical consultations. A view can be constructed 
that depicts HIE as a chain of important HIE events taking place before, during and 
after the medical consultation to provide a continuum of information. The results 
suggest that the precise care context at hand influences how strong or how weak the 
links in this chain are. However, how, exactly, the components in this care context 
interact and impact on HIE is not described in the literature. 
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Two qualitative studies were conducted to investigate the barriers and facilitators 
experienced in the exchange of health information before, during and after completion 
of GP consultations from the perspectives of people with ID, professional support 
workers and relatives (Chapter 3), and of GPs and GP assistants (Chapter 4). 
 From the analyses of the experiences in these two studies, a more in-depth 
view was constructed of the mechanisms behind HIE, including the features of HIE 
facilitating or HIE impairing care environments. From a comparison of the findings of 
both studies, it appears that, at a more abstract level, both groups share similar 
concerns with regard to people with ID not having their health problems recognised 
and not receiving the corresponding care. However, the groups diverge in their 
interpretation of these concerns. 
 First, in both studies, the difficulty of health problem recognition emerges. Both 
formal and informal carers discuss this in terms of problems with identifying patients’ 
health needs, arising from difficulties with retrieving health symptoms that might 
indicate ill health and inadequate transfer of GP information from the consultation. 
GPs discuss this in terms of inadequate information for clinical decision making and 
threats to effective treatment and follow-up arising from inadequate transfer, 
recording and sharing of GP information after the consultation. Seemingly, for both 
carers and GPs, this relates primarily to patients’ characteristics. However, judging by 
the facilitating factors mentioned, the extent to which patients’ characteristics exert 
an effect on HIE is highly dependent on the degree to which the care environment is 
able to adjust to these characteristics. In this respect, people with ID, relatives and 
support workers mention GPs’ communication adjustments and carer interventions 
during the medical consultation. GPs, on the other hand, while recognising the importance 
of an attending carer, specifically emphasise the preparation for the consultation by 
both patient and carer, consisting of proper collection of relevant health information 
and discussing the reason for the encounter prior to the consultation. 
 Second, both studies describe the problem of patients with ID running the risk of 
not receiving adequate care once their health needs are identified. The support 
workers refer to poor transfer of information from the consultation, attributing this 
largely to poor GP communication during and around the consultation. From this 
perspective, HIE activities performed by the GP/GP practice around the medical consultation 
might be considered equally important as HIE activities performed during the 
consultation. Some suggest a more pro-active role for GPs in contacting carers. 
 GPs in the study acknowledge that patients with ID may have difficulties with 
retaining and restating information from the consultation. Although it is very time 
consuming, they indicate a willingness to make greater efforts to secure information 
transfer, but also presume a responsibility shared with support workers for transferring 
and recording diagnosis and treatment information and for feedback on the course of 
treatment, and thus for execution of the treatment plan. 
In conclusion, a synthesis of the results of these two studies leads to the notion that 
both the support worker group and the GP group mutually allocate HIE roles and 
 responsibilities of which the other may not be aware and do not discuss or negotiate 
with each other. Unawareness of allocated roles and responsibilities, but also 
conflicting ideas about the distribution of roles and responsibilities, may thus threaten 
HIE alignment. Deploying HIE tools, together with GP adjustments and mediating 
activities by carers, may help overcome commonly occurring HIE barriers, but this 
alone is insufficient to secure adequate HIE. It is equally important to clarify the 
distribution of responsibility for exchanging health information and for acting on this 
information.
So far, the results of the review and qualitative studies indicate that adequate HIE in 
GP care for patients with ID is a complex, multi-stage process that is prone to 
uncertainty in the distribution of roles and responsibilities or to potentially conflicting 
expectations with regard to one another’s roles. Within this care setting, patients, 
relatives, support workers and GPs/GP practices cooperate during consecutive stages 
of HIE and may be requested to perform actions that are necessary to facilitate 
follow-up actions by others involved. Disagreement about, or unawareness of, the 
importance of certain HIE actions and roles create the risk of actions not being 
followed through adequately, with subsequent stagnation of information exchange. 
A Delphi study was therefore performed to investigate which of the actions and 
factors facilitating HIE, derived from the results of the previous studies in this research 
project, an expert panel of GPs, professional support workers and ID physicians 
prioritised as most important for adequate HIE regarding people with ID who receive 
care from ID care service providers, including the perceived feasibility in daily practice 
of the prioritised actions and factors (Chapter 5).
 In the Delphi study, experts reached agreement on the priority of 22 actions and 
eight organisational factors that jointly facilitate the detection and monitoring of 
health signs, the preparation for a GP consultation, and the exchange of information 
around a diagnosis and a treatment plan. Experts rated 82% of the actions and factors 
as (very) easy to realise in daily practice. They considered the actions and factors highly 
interrelated and expressed a preference for implementing multiple actions and 
factors simultaneously. 
 From these results, it appears that actions should be seen as complementary, in 
the sense that actions produce information to be transferred along, and some actions 
allow subsequent actions to be carried out. Experts, in addition, noted that further 
prioritisation of actions and factors should be based on contextual demands. 
 How should these contextual demands be interpreted? From the results of the 
interview studies, it could already be observed that the extent to which patients’ 
 characteristics exert an effect on HIE is highly dependent on how well carers and 
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health professionals are able to adjust to these characteristics. The Delphi study 
results confirm this observation, but also make clear that, to a large extent, it is the 
organisational environment that in turn facilitates or hinders the extent to which 
carers and health professionals can adapt to patients’ characteristics. This is what 
constitutes the complexity of HIE in primary care for people with ID and determines 
the outcomes of HIE. 
The contextual factors influencing HIE, as found in this thesis, can be translated into a 
dynamic model of contextual determinants of HIE (Figure 1). The model distinguishes 
three system levels of influence, with the outer levels influencing the inner levels: 
1) a micro system level, consisting of the characteristics of the individuals involved in 
HIE during and around GP consultations; 2) a meso system level, referring to 
organisational characteristics of the direct working or living environment of the 
persons involved; and 3) a macro system level, describing the broader societal context. 
The outcomes of the invitational conference that was part of our research project (see 
Chapter 1) were also used to complement the macro system level (5).
 The HIE facilitating actions, as prioritised in the Delphi study, are not described as 
such in the model; however, the model does include the personal or organisational 
characteristics that may facilitate, or hinder, the performance of these HIE actions. In 
the next three sections, the sources of the results on which the contextual factors are 
based are indicated by superscript numbers <2, 3, 4, 5>, referring to the respective 
studies in Chapters 2, 3, 4 and 5, and by <IC> referring to results from the invitational 
conference (5). 
Micro level
The person with ID is situated in the centre of the model, with HIE influencing 
 characteristics in the form of emotions2,3,4 and assumptions3 with regard to the GP 
consultation, health(care) knowledge2, skills in communication and cognitive information 
processing2,3,4, health literacy, self-advocacy and interests in autonomy2,3, privacy and 
independence from carers3. 
 Relatives and/or support workers may adjust for HIE difficulties that people with 
ID may have and perform actions that facilitate HIE. Personal characteristics of both 
relatives and support workers influence their capacity and/or willingness to perform 
these actions. These characteristics include health knowledge2,4 and health literacy 
levels2, and, with regard to professional support workers in particular, skills relating to 
patient advocacy and healthcare support2,3, record keeping2,4 and consultation 
preparation2,3,4. Also deemed of influence are assumptions about3, and awareness of, 
roles and responsibilities in HIE4 and professional attitudes3,5.
 In addition, GPs and GP staff have personal characteristics that may influence 
their capacity and/or willingness to adjust to a patient with ID and perform HIE 
facilitating actions. These include professional attitudes5, knowledge and skills 
relating to specific ID health issues2, patients’ social context4 and ID communication2,3, 
and assumptions about, and awareness of, roles and responsibilities in HIE4. 
 Relations between the abovementioned individuals also form an independent 
factor influencing HIE, in the form of long-term2,3 and trusting3 relationships between 
support workers, relatives and clients, between patients and GPs3,4, and long-term 
relationships between support workers and GPs4.
Meso level
At the meso system level, support workers work within the organisational environment 
of an ID care service provider, and the GPs and GP staff within a GP practice. Relatives 
mostly do not have a formal organisational setting of their own, but may have a formal 
role as legal representative and have encounters with formal care organisations3,4. 
 Organisational factors that influence HIE within the ID care service provider relate 
to the availability and continuity of support workers2,3,4, collaboration in preparing for 
the consultation2,3,4, positioning of qualified and adequately trained care personnel2,4, 
client record systems2, and accessibility of support workers for contact with clients 
and relatives3 and the GP practice4. Organisational factors that influence HIE within 
the GP practice relate to consultation planning and GP continuity2,3,4 and ICT infra- 
structure4.
 Alongside information exchange with the person with ID, information has to be 
shared amongst support workers, relatives and the GP practice team2,3,4; this sharing 
may profit from cooperation arrangements5.
Macro level
The macro system level captures broader social, legal, political and economic 
conditions that may influence factors at the micro and the meso system level, as 
became evident during the invitational conferenceIC. The provision of communication 
adjustments during health encounters, for example, is ordained by equality 
legislationIC. Governmental policies and financing may influence ID care service 
providers’ budgets for the deployment of care staffIC, and healthcare funding bodies’ 
remuneration agreements may influence GPs’ inclination to book double appoint-
ments2,IC. Vocational education curricula can influence support workers’ general level 
of medical trainingIC. The technological development of readily available and accessible 
e-health applications that can support secure electronic HIE, including the social 
acceptance of, and confidence in, such technology, may also influence HIE at the meso 
and the micro system level5,IC. Lastly, dominant care paradigms, such as an emphasis 
on self-management support and autonomy, may influence the professional attitudes 
of both support workers and GPs with regard to the level of support in HIE3. 
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Dynamics of HIE
When one compares the results of the individual studies in this thesis, areas of 
dynamics and tension can be identified in terms of – sometimes contradictory – views 
and approaches to HIE problems. In the following sections, three areas describing 
these dynamics are discussed: 1) The dynamics between patient autonomy and health 
information alignment, 2) The dynamics of HIE and inter-professional collaboration 
and 3) The dynamics of generalist care for patients with ID. 
The dynamics between patient autonomy and health  
information alignment 
Within the currently dominant care paradigm in the field of ID care, people with ID are 
recognised as active, socially participating citizens with the same rights and duties as 
any other citizen (6). This also entails the principle of individual autonomy, including 
the freedom to make one’s own choices and personal independence. With regard to 
health, it encompasses being actively involved in one’s own medical affairs and having 
maximum power over the decisions being made in this respect (7, 8). 
 This principle of autonomy is also recognised in the results of this thesis. For the 
interviewed support workers, stimulating autonomy is mentioned as a guiding 
principle in their support work (Chapter 3). The results, however, also indicate that this 
principle can be at odds with effective HIE and quality medical care. This is, for 
example, visible in support workers’ decisions not to accompany patients to the GP. 
This suggests that support workers interpret autonomy as the requirement that a 
patient should be free from interference, in the literature often referred to as ‘negative 
freedom’ (or ‘negative autonomy’) (9). When interpreted this way, stimulating 
autonomy may run the risk of sacrificing quality health information and quality 
medical care in order to create maximum privacy and independence.
 However, dependence and autonomy are not mutually exclusive concepts (10). 
When autonomy is interpreted as ‘positive’, the emphasis is on how the patient can be 
supported to become an autonomous individual. In this view, autonomy is not at odds 
with dependence if support is aimed at empowering people to act in such a way as to 
take control of, and shape, their own life (11, 12). For example, many decisions and 
choices can be considered contextually determined, where autonomy is shaped by 
supportive relationships with others. In this view, people can still be considered 
autonomous if they can identify those people and things on which they are dependent 
(13). The main question, here, is not whether a person is autonomous or not, but rather 
what type of support is needed to strengthen autonomy (14). 
 If this notion is applied to the context of HIE, one can easily imagine the added 
value of support workers’ interferences for building autonomy, e.g. in the form of 
stimulating self-advocacy, supported decision making, facilitating ownership of Fig
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personal health information and helping the patient to act as causal agent in his/her 
own life (15-17). This also implies that the perceived tension between autonomy and 
HIE is not as absolute as a negative view on autonomy suggests and that the mediating 
roles of support workers and relatives, shown as facilitative to HIE in our studies 
(Chapter 3), are consistent with a positive view on autonomy. Autonomy-supportive 
interventions thus require support workers and health professionals to be creative in 
proposing and discussing interventions best suited to the individual with ID (18), 
whether this means a third party attending the consultation, audio-taping parts of 
the consultation, using patient-carried personal health records or planning video-con-
sultations with carers at a distance.
The dynamics of HIE and inter-professional collaboration
The results in the studies indicate that the care context influencing HIE comprises 
many elements relating to collaboration: support workers combine and discuss their 
observations of clients with others in their team and maintain contacts with clients, 
relatives, GPs and GP staff to exchange information (Chapter 3). Additionally, GPs 
cooperate with both the patient and the carer during the consultation and, during 
patient follow-up, cooperate with support workers in monitoring the patient’s health 
status (Chapter 4). 
 The complexity of primary care for people with ID relates largely to the fact that 
so many people have to collaborate to organise integrated medical care: patients 
themselves, together with people in different care roles, different care settings and 
with different (professional) backgrounds. The type of collaboration at hand has the 
characteristics of inter-professional collaboration (IPC), which can be described as an 
interpersonal process that requires the sharing of information, ideas and recommen-
dations with a single, consensus programme for and with the patient emerging, 
instead of subdividing the care receivers’ problems and developing individual care 
goals, as in multidisciplinary teams (19, 20). Five components of inter-professional 
collaboration can be distinguished: 1) interdependence, 2) newly created professional 
activities, 3) flexibility, 4) collective ownership of goals and 5) reflection on the 
collaboration process. 
 In our research, we find many examples of interdependence, where each 
professional is dependent on the other to accomplish his or her goals and tasks, the 
clearest example being GPs’ lack of diagnostic clues because of ill-informed attending 
support workers (Chapter 4). Interdependence entails a clear understanding of one’s 
own and collaborating professionals’ roles (21). Our study reveals many examples of 
incongruent role conceptions: compared to support workers, GPs see more prominent 
roles for support workers in substantive consultation preparation, in information 
supply during the consultation and in initiating feedback to the GP during patient 
follow-up (Chapter 4), whereas support workers assume a proactive role for GPs in 
contacting the patient’s support system following the consultation (Chapter 3). 
In addition, support workers discern various HIE support roles during the consultation 
that do not seem to be deployed fully by GPs. On the other hand, support workers 
assume that GPs will attune their communication to the patient’s needs, whereas GPs 
indicate the lack of information from support workers on the patient’s communication 
level to enable them to do so (Chapters 3 and 4). 
 Regarding the second and third component of IPC, specific examples of professional 
activities and flexibility can be found relating to the efforts of GPs and carers to adjust 
to specific patient characteristics. For example, new professional activities and 
flexibility can be recognised in the actions of GPs who extend their professional roles 
and arrange additional contact with carers to secure health information outside the 
consultation. Although they consider the latter only partly their responsibility, they 
feel that the patients’ circumstances require these adjustments (Chapter 4).
 Regarding the fourth component of IPC, collective ownership of goals, the exchange 
of health information can be regarded as the means to achieve a common goal, i.e. 
good health for the person with ID. Intermediate goals are instrumental to this 
common goal, comprising for example an appropriate diagnosis and treatment plan 
and accomplishment of this treatment plan. These intermediate goals also require 
processes of collaboration (21, 22). In our study, GPs indicate a preference for shared 
responsibility with support workers for these intermediate goals (Chapter 4). Lack of 
awareness of these intermediate goals may give rise to a lack of shared responsibility 
and may be an explanation for the inadequate consultation preparation experienced 
by the GPs in our study: support workers may be less equipped than GPs to oversee the 
consequences of low quality health information in the diagnostic process (23, 24) and 
may therefore be less aware of their contribution to the shared goal of a correct 
diagnosis. In addition, ID support care generally focuses on provision of support on a 
whole range of needs, of which health needs are but a few of many and, moreover, 
may be regarded by care organisations as not part of support workers’ remit (25). The 
philosophy of the organisation in which the support workers work may thus influence 
their actions and may lead support workers to perceive their own role as mainly a 
provider of general support and as advocate for their clients, and less as co-provider of 
medical care or as a health professional colleague of the GP staff. Such role ambiguity 
may also impinge on GP staff’s perceptions with regard to support workers’ roles, as 
reflected by the GPs and GP assistants in our study, who regard the support workers’ 
roles as being comparable with parents’ roles, but also notice that their expectations 
are not met in practice (Chapter 4). 
 Regarding the fifth component of IPC, reflection on the collaboration process, the 
apparent mismatch between GPs’ expectations about support workers’ competencies, 
responsibilities and roles in HIE and daily practice indicates the necessity of checking 
mutual expectations and role conceptions. Ideally, such deliberation among GP 
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practices and ID care service providers should take place structurally. Such meetings 
appeared to be rare in the participants’ practices and may not fit easily into GPs’ tight 
work schedules (26, 27). Their significance, however, can be underpinned by our Delphi 
study, in which arrangements on the exchange of clients’ health information between 
GP practices and ID care service providers were ranked as high priority (Chapter 5). 
The evaluation of current working relationships that this would entail would offer the 
opportunity to learn about the specific features of the care contexts in which support 
workers and GPs work. Lack of knowledge about such features may give rise to 
inadequate cooperation and lack of mutual understanding. Support workers may not, 
for example, be aware of the time pressure under which GPs have to operate. 
Conversely, GPs may not be aware of support workers’ non-overlapping working 
schedules and the little time they have for reading and writing reports. 
In conclusion, HIE takes place in a context of inter-professional collaboration. The above 
discussion emphasises the influence of incongruent role perceptions on problems 
relating to interdependence in HIE. In addition, it emphasises that reflection on the 
collaboration is essential for HIE optimisation, and it explicates the importance of 
shared goals. Although no care professional would deny that the overall goal of his/
her work is to provide good care, the instrumental role of HIE for quality care and the 
required collaboration may not be obvious to all people involved. Ultimately, the 
quality of HIE may improve if people are more aware of their roles and if the goal of 
adequate HIE becomes a shared one. 
The dynamics of generalist care for people with ID
Our results show that, given the complex context of patients with ID, HIE activities 
performed by the GP and the GP practice around the medical consultation can be 
considered equally important as HIE activities performed during the consultation 
(Chapters 3 and 4). However, HIE activities around the medical consultation may 
stretch the limits of GPs’ and GP practices’ possibilities. GPs in our study indicated 
feeling uncomfortable with the skewed distribution of responsibilities and the extra 
demands that come with adjusting to fragile patient circumstances around the 
consultation (Chapter 4). Support workers and patients with ID, on the other hand, 
expressed a wish for information exchange with the GP beyond the consultation itself 
(Chapter 3). These results give rise to the question: What can be demanded from GPs 
in terms of the time investments, knowledge and organisational flexibility required 
for optimal HIE around the medical consultation? 
 The experiences of the GPs in our study are reflected in other studies describing 
GPs’ experiences with limitations in caring for patients with ID, sometimes combined 
with negative attitudes towards the provision of care to this group (28-31). GPs 
experience challenges in caring for people with ID that lead to overall discomfort and 
lack of confidence in working with this patient group (32). Therefore, the question of 
what can be demanded suggests the need to take a broader look at the boundaries of 
GP care for patients with ID within the context of primary healthcare (PHC) 
organisation. 
 GPs are the main physicians within the PHC field (33), providing care with four 
main features: the first point of contact for all new health needs; long-term, person- 
(not disease-) focused care; coordination of care; and comprehensive care for all health 
needs within the generalist’s competence domain (34). Regarding this last feature, 
research on GPs’ experiences in caring for patients with ID reveals that GPs mainly 
regard themselves as responsible for managing the medical care of such patients 
(35, 36) but also lack the necessary training, knowledge, skills and experience to do so 
(28, 35, 37). The topics mentioned in this respect are very diverse and range from lack 
of knowledge of behavioural and psychiatric conditions, syndrome-specific problems 
and evidence-based clinical recommendations, to not knowing how to access 
community resources and how to interact well with patients with ID within tight 
schedules (26, 37). This suggests that problems relating to the organisation of care and 
GPs’ workload are as much a barrier to providing GP care as the lack of specific medical 
knowledge or communication skills (31, 37, 38). Ironically, the wide range and type of 
healthcare subjects mentioned by GPs also illustrate that people with ID have care 
needs that demand precisely the type of care that is exemplary for PHC: an integrative 
and person-focused approach, comprehensive care management, and strong 
coordination of community care, generalist medical care and specialised medical care. 
 People with ID are not the only patient group requiring highly integrated, 
 patient-centred primary care. Elderly patients with multi-morbidity or patients with 
chronic psychiatric illnesses, for example, provide similar challenges to GPs, in terms of 
medical complexity, HIE, health communication and interdisciplinary organisation of 
care (39-42). In addition, these patient groups provoke similar feelings of uncertainty 
and discomfort in GPs with regard to their ability to manage the complexities of their 
medical care (41, 43, 44). Moreover, demands on GP care have expanded substantially 
over the last two decades, following health system changes and increasing care 
demands from increasing numbers of patients (27, 45-47). In light of these 
developments, new models for organising primary care have been proposed or have 
already been implemented (27, 33, 47). These include addressing problems regarding 
remuneration and bureaucratic burden (47), expansion of integrated primary care 
teams with more diversity in skill mix (33, 48) and strategies to support sustainable 
careers for GPs and their teams (47). The latter two models of care aim to do justice to 
the diversity of GPs’ skills, work experience and career preferences, e.g. by distributing 
and serving patients according to their care profile. This would also allow GPs to 
consult colleagues with more specialised knowledge if they feel that their own 
knowledge falls short. In the Netherlands, ID physicians increasingly fulfil this role 
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(49). In light of the results of this thesis, it may be useful to explore whether these 
models offer valuable perspectives for the organisation of GP care for patients with ID.
Strengths and weaknesses
This thesis has filled a knowledge gap regarding HIE for patients with ID. Although 
much has been written about problems in delivering generalist and specialist care to 
people with ID and related adverse health outcomes in this group, very little research 
has been published about the role of HIE in this context. The studies described in this 
thesis are the first to investigate HIE, including its determinants, and to operationalise 
HIE in the context of GP care for patients with ID. 
 The strengths of this thesis, therefore, lie in its innovative character, its relevance 
for the daily practice of patients, carers and health professionals, and its contribution 
to the body of research investigating the determinants of health disparities in people 
with ID. 
 Given the virgin research territory of HIE for patients with ID, the questions 
underlying the studies in this thesis focused primarily on understanding HIE as a social 
phenomenon within the GP care setting, for which qualitative research is most 
suitable. Robust qualitative methods were selected to best match the research 
questions, resulting in various methodologies. In the qualitative studies in Chapters 3 
and 4, an iterative process of participant sampling, data collection and analysis was 
applied, in accordance with key principles of qualitative research (50, 51). The data 
collection in the different participant groups in these studies occurred in overlapping 
timeframes and proceeded until saturation was reached, meaning that no new 
relevant information or themes were identified in the last interviews or focus groups. 
In the Delphi study, a large number of experts participated (n = 60) with a high 
response rate (71%), thus strengthening the robustness of our results (Chapter 5). 
 Another major strength of this thesis relates to the inclusion of perspectives of six 
large different groups of participants from different backgrounds and disciplines, all 
involved directly in GP consultations for patients with ID: people with ID, relatives, 
support workers, GPs, GP assistants and ID physicians. Investigating and combining 
the experiences of these groups and confronting each group with the other groups’ 
experiences have rendered rich results that are grounded thoroughly in real-life HIE 
practices and have contributed to the transferability of the findings and the credibility 
of the conclusions drawn. 
 Finally, the individual studies in this thesis are closely connected, with each study 
building on the previous one. The review study enabled the exploration of relevant 
theoretical frameworks and provided structure for the subsequent data collection in 
the follow-up studies. In the interview studies, the focus on three consecutive stages 
relating to the GP consultation elucidated the chain of events leading to qualitatively 
less effective consultations, treatment and patient follow-up. The studies provided 
more profound knowledge and insights into the factors that need to be addressed to 
improve HIE and were thus a ground base for the subsequent Delphi study. 
 Several limitations to the studies described in this thesis need to be acknowledged 
as well. Choices made on methodology may constitute weaknesses and challenges. 
First, the overall choice of healthcare access as a theoretical framework for studying 
HIE may have limited the scope of our studies. However, the lack of an isolated body of 
literature on HIE for people with ID compelled the selection of a wider framework 
within which to study HIE. Other theoretical frameworks, such as a continuity of care 
framework or a health literacy framework, could have been applied, probably leading 
to a slightly different focus. However, given that these neighbouring fields are also 
discussed within the context of healthcare access, it can be expected that the chosen 
healthcare access framework provides a good coverage of the relevant HIE themes, 
including those that are linked to, for example, continuity of care and health literacy. 
 Second, qualitative research has certain limitations with regard to the  generalisability 
of findings. Although the findings from these qualitative studies cannot be thought of 
as facts that are applicable to the population of people with ID at large, our research, 
as all research, aimed to produce information applicable beyond the specific study 
setting (52). To improve scientific rigour and enhance credibility and transferability, 
the studies in this thesis were executed according to qualitative research principles, 
and considerable effort was put into reducing research bias (53). Different forms of 
triangulation were used: data, methods and investigator triangulation (54). Regarding 
data and methods, combining interviews and focus groups with ID participants added 
variety to our sample and allowed data triangulation. For all studies, we used different 
types of methods resulting in various data: research articles, individual and focus 
group interviews, and, in the Delphi study, structured questionnaires and open-ended 
questions. Regarding investigator triangulation, all interviews were performed by two 
trained researchers and were analysed by the principal researcher and at least one 
co-researcher to ensure reliability and enrich data analysis. The applied method of 
framework analysis provided a transparent procedure that is considered especially 
suitable for qualitative health services research in multidisciplinary research teams 
(55, 56). Intermediate results were analysed and discussed during several consecutive 
stages within a team of researchers with various backgrounds and disciplines to arrive 
at consensus on the assigned codes and descriptive themes. In addition, throughout 
the studies, feedback on the study design and intermediate results was collected from 
delegate consultants of the Academic Collaborative Centre with which this research 
project was led.
 Further, with regard to the Delphi study, factors relating to knowledge required 
for HIE could not be included on the list of items for prioritisation: the relation between 
130 | Chapter 6  General discussion and conclusions | 131
6
knowledge required for certain skills and actions that are in turn facilitative to effective 
HIE appeared conceptually too complex for participants during the cognitive interviews. 
In addition, despite adherence to the standards for performing qualitative research, 
the transferability of the Delphi outcomes to a context that is very different from the 
Dutch primary care situation may be limited. The largest context differences between 
the Netherlands and other countries probably relate to the organisation of care, 
hence to the macro level and to a lesser extent to the meso level, as this may be very 
country- and culture-specific (57, 58). Where the macro and the meso level deviate 
significantly from the Dutch context, actions and organisational factors other than 
those in this Delphi study may be prioritised. The micro level context is probably more 
widely comparable, because this concerns primarily personal characteristics and 
interactions (57). 
Recommendations for future practice and research
The studies in this thesis prompt recommendations for clinical practice, for the education 
of professionals, patients and informal carers, for policy and for future research.
 In this thesis, different groups have been identified as stakeholders in health 
information, first and foremost people with ID themselves. All groups can benefit 
from the knowledge generated in the studies in this thesis, in different ways. Because 
of the strong interdependence of actions and context factors that can promote or 
impede HIE, improvements in information exchange initiated by one party quickly 
also affect the other parties involved and may have a catalytic effect (Chapter 5). 
To substantially improve HIE within this entire dynamic system, it is especially important 
that multiple levels and multiple parties be addressed at the same time.
Clinical practice
Many practical recommendations for clinical practice follow directly from the set of 
30 actions and organisational factors prioritised by the Delphi study (see Appendix A). 
This list contains 22 specific actions that facilitate HIE, to be executed by support 
workers, relatives, patients, GPs and/or GP assistants. In addition, some general rec-
ommendations can be made relating to the eight organisational factors on the list. 
First, for patients with ID, sufficient time and continuity of GPs prove to be very 
important for effective doctor-patient communication. Appointments should 
therefore be planned as much as possible with the same familiar doctor and as often 
as possible with double consultation time. Secondly, it is recommended that patients 
with ID and their support network be diligently employed by GPs in collecting and 
sharing information. This requires exchange about the communication and support 
needs of the patient, about which persons constitute the support network, how they 
can be reached and what the preferred options are with regard to sharing information 
for the person with ID, the support network and the GP. Thirdly, with regard to the 
planning of personnel and team composition, ID care service providers are advised to 
invest in continuity of support workers, support workers’ shift overlaps and efficient 
client record systems.
Training and education
Given the results of the studies in this thesis, two aspects of inter-professional 
collaboration will in particular require attention in the education and training of 
professionals: 1) strengthening everyone’s awareness of their own roles in HIE and 2) 
the necessary collaborative skills to achieve alignment of roles and responsibilities in 
HIE. In addition, the results indicate that many of the problems that people with ID 
experience during healthcare encounters relate to limited communication and 
information processing skills and inadequate adjustments to these limited skills by the 
care environment. This suggests that the knowledge and skills imparted to support 
workers, relatives and GPs should focus on providing support to people with low 
health literacy skills and on what this implies for cooperating with other professionals. 
 Support workers, in particular, need to be trained both in monitoring health and 
in providing support aimed at increasing independence for people with ID. For both, 
basic medical knowledge is a requirement. For GPs, knowledge is required of the 
organisational context of ID care service providers. In addition, knowledge of specific 
medical aspects in care for people with ID and of communication adjustments could 
be included in the training of GP Specialty Registrars and GPs. People with ID and 
informal carers can also be trained. Especially for people with ID with floating support, 
it is important to learn how to prepare for a doctor’s visit and how to make best use 
of patients’ own capacity to process health information. Exercise material with a 
special focus on health literacy skills and the use of tools in this regard is desirable for 
this group.
Policy
Based on the results of this thesis, some HIE-related recommendations can be 
formulated regarding the organisation of primary medical care for people with ID. The 
support needs of patients with ID and the information exchange efforts not only 
during but also around the consultation demand extra time and effort from the GP. 
This may weigh heavily on the GP’s workload, especially if a relatively large number of 
patients with ID are registered in the GP practice. It is therefore advisable to make 
arrangements regarding task allocation among health professionals other than the GP 
who could play supporting roles in the organisation of care and exchange of health 
information (59). Within the Dutch setting, the potential professional candidates for 
these roles are practice assistants and advanced practice nurses (Dutch: praktijk-
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ondersteuners) within the GP practice, practice nurses or social workers within 
community and social care services, and practice nurses or nurse practitioners, who 
are employed increasingly by ID care service providers (5, 60). The latter nurses are 
ideally situated to act as liaisons between the service provider and GP practices (49, 61, 
62) and can provide knowledge to GP practices on the organisation of medical care for 
this patient group (5, 61). In addition, they can help identify health problems at an 
early stage and can coach support workers, relatives and people with ID in identifying 
health problems. If regional expertise teams were set up, GPs and community social 
care teams could have improved access to the expertise of health professionals 
working for ID care service providers. Analogous to the community learning disability 
teams in the UK (49, 63), such teams may consist of ID physicians (albeit not available 
outside the Netherlands), psychiatrists, behavioural scientists, practice nurses and 
specialised paramedics.
 Lastly, to stimulate the use of e-health applications for HIE, multiple types of 
interventions could be effective. First, GPs and ID care service providers could employ 
existing health apps aimed at supporting HIE during and around the GP consultation 
and additional technologies that are designed to share information securely, such as 
e-consultation and video-consultation services and digital web-based systems for in-
ter-professional communication. Second, apps and websites providing general health 
information may be developed for low-literate patient groups, or adapted from 
existing websites, such as the Dutch College of General Practitioners’ health 
information website ‘thuisarts.nl’ (64). Third, it is recommended that information 
systems be adapted to allow the secure and easy exchange of information from the 
GP’s information system and the client record system among other health 
professionals, the person with ID and his/her relatives, of course with the permission 
of the person with ID. 
Future research
The results of this thesis offer many starting points for further research. First, it may 
be worthwhile to explore more thoroughly the opinions of people with ID themselves 
with regard to the topics of autonomy, self-determination and decision making in 
relation to HIE. Their perspectives on these subjects may help alleviate the perceived 
tension between safeguarding autonomy and beneficence and may provide valuable 
input for the development of shared decision-making models for this patient group 
(8). Second, valid instruments need to be developed to assess the health literacy skills 
of people with ID and translate these into individual HIE support needs and 
interventions. Current health literacy instruments and interventions have not yet 
been adjusted to, and validated for, people with ID, and instruments and interventions 
specifically designed for people with ID are relatively scarce (17, 65, 66). In addition, 
the perspectives of people with ID could be more thoroughly explored with regard to 
the type of health information, support or education needed for decision making and 
for becoming more self-reliant regarding their own health. 
 Third, an object for further study would be the knowledge required for HIE skills 
and subsequent actions facilitative to effective HIE. In the cognitive interviews during 
the Delphi study (Chapter 5), it proved difficult for support workers, ID physicians and 
GPs to explicate the relation between knowledge, skills and actions, possibly because 
it largely concerns tacit knowledge or practice wisdom (67, 68). Further research could 
focus on how to explicate this knowledge so that it can be imparted to less experienced 
professionals.
 Fourth, a next step for HIE research, and health communication in general, would 
be to study HIE behaviour and communication during real-life health consultations 
with people with ID (65). Such research, using video-observations or feedback from 
participants with ID following patient training, may help to better understand HIE 
problems during medical consultations and to better evaluate the impact of 
interventions.
 Lastly, a suggestion for further research relates to the identification, or development, 
of relevant HIE outcome measures for patients with ID. As shown in this thesis, 
HIE for patients with ID frequently extends beyond the actual GP consultation, 
and communication during the consultation often involves triadic communication 
with a third party. Measures relating to information exchange during clinician–patient 
encounters may therefore not be sufficient (69). In addition, measures have to be 
identified that cover the information exchange during clinician–patient–carer encounters 
and the collection, cognitive processing, recording and sharing of information around 
the consultation (69, 70). A next research step would then be to link these HIE outcome 
measures to intermediate and longer-term health outcomes (71). 
 
Conclusions
The studies in this thesis investigated determinants of health information exchange 
(HIE) in primary care for people with ID – an underexplored topic in the field of ID 
research. The research was conducted from the perspectives of people with ID, 
support workers, relatives, GPs, GP assistants and ID physicians, using different 
qualitative research methods. 
 The studies showed that exchange of health information is a matter not solely of 
communication during consultation, but also of processes taking place before and 
after a GP visit. Inadequate HIE should be seen as a chain of events leading to less 
effective consultations, substandard treatment and insufficient patient follow-up. 
Thus, HIE constitutes one of the mechanisms behind inadequate healthcare access 
and healthcare provision for people with ID. The results also made clear that, although 
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patients’ characteristics contribute strongly to perceived HIE problems, the extent 
to which they exert an effect on HIE is particularly dependent on the degree to which 
the care environment is able to adjust to these characteristics. To a large extent, it is 
the organisational environment that in turn facilitates or hinders carers and health 
professionals in their efforts to adapt to patients’ characteristics. 
 The results suggest that, with regard to patient health information, there is 
considerable potential in patients themselves, as well as in the patients’ network, but 
also in the collaboration between professionals. Many improvements in HIE may be 
relatively easy to organise provided all parties involved feel a shared responsibility and 
willingness to invest time and energy. Ultimately, effective HIE requires joint efforts 
and shared responsibilities. 
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Summary
People with intellectual disabilities (ID), as a patient group, have a considerably worse 
health status compared to the general population. It is important to investigate 
factors that might influence healthcare for, and health outcomes in, patients with ID. 
For people with ID, accurate exchange of health information with carers and health 
professionals can be challenging and is often dependent on the efforts of others. This 
can negatively influence their opportunities to benefit from primary healthcare 
provision. 
 In this thesis, the exchange and the availability of health information has been 
chosen as a topic of investigation, with health information being a key to proper 
diagnoses, fitting treatments and patient/carer adherence, and thus to better 
healthcare. 
The thesis aims to provide insight into the determinants of health information 
exchange (HIE) between general practitioners (GPs), general practice assistants, 
patients with ID and their (in)formal carers, and to identify the actions and factors 
considered most important and feasible for effective HIE in daily practice, with the 
overall aim of detecting processes that can be influenced in order to optimise primary 
medical care and achieve better health outcomes for this patient group.
Four main research questions relating to these aims were formulated:
1. What themes relating to barriers to, and facilitators of, HIE in GP care for individuals 
with ID can be derived from the ID healthcare literature?
2. What experiences with barriers and facilitators in the exchange of health 
information before, during and after completion of GP consultations are reported 
by people with ID, relatives, professional support workers, GPs and GP assistants?
3. Which of the actions and factors facilitating HIE, derived from the results of the 
previous two research questions, does an expert panel of GPs, professional 
support workers and ID physicians prioritise as most important for effective 
health information exchange regarding people with ID who receive care from 
ID care service providers?
4. What is the feasibility in daily practice of the prioritised actions and factors 
facilitating health information exchange, as perceived by the expert panel of GPs, 
professional support workers and ID physicians?
Chapter 1
In Chapter 1, a general introduction is given to the topic of HIE and health disparities in 
people with ID, including their determinants. Subsequently, the relation between HIE 
and healthcare access, a major health determinant, is expounded on. HIE research is 
compared with neighbouring research fields and described in relation to patients with 
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ID and other vulnerable patient groups, leading to the formulation of the aims and 
research questions for this thesis. 
Chapter 2
Chapter 2 provides a review in which it is reported how HIE in GP care for people with 
ID is described in the literature and which themes relating to barriers to, and facilitators 
of, HIE can be derived (research question 1). A qualitative review analysis method was 
used for this review. Within the context of healthcare access, HIE could be found 
described in relation to six themes: 1) communication skills, 2) recording of information, 
3) health literacy and self-advocacy, 4) carers and health professionals’ knowledge, 5) 
roles of third parties facilitating HIE and 6) organisational factors relating to continuity 
of care and planning and preparation of medical consultations. From the analysis of 
the results, a view could be constructed that depicts HIE as a chain of important HIE 
events taking place before, during and after the medical consultation to provide a 
continuum of information. The results suggest that the precise care context at hand 
influences how strong or how weak the links in this chain are. However, how, exactly, 
the components in this care context interact and impact on HIE is not described in the 
literature.
Chapter 3
Chapter 3 describes the experiences of patients and carers (relatives and support 
workers) with barriers and facilitators in the exchange of health information during 
and around GP consultations (research question 2). Semi-structured interviews and 
focus groups were conducted and a qualitative framework analysis approach was 
applied, resulting in four themes relating to HIE. First, recognising patients’ health 
needs was said by carers to be difficult because of patients not noticing aberrant 
health signs or not responding proactively to abnormal symptoms. Carers taking a 
proactive stance in discussing and checking on symptoms with persons with ID and in 
sharing diagnosis and treatment information between carers shortly after the GP visit 
was deemed facilitating in this respect. Impaired doctor-patient communication 
appeared as a second theme, with patients indicating that primarily GPs’ 
communication characteristics hindered the mutual exchange and understanding of 
information; this was even more evident when GPs were unfamiliar to the patient. 
Carers deemed that lack of patients’ understanding related highly to GPs making 
incorrect judgements on the appropriate level of communication and on patients’ 
health knowledge, and failing to adjust their communication. Feeling time pressure 
caused patients to refrain from asking for more time and explanations and caused 
carers to take over the conversation. The third theme covered roles of carers in 
mediating the communication during consultations that facilitated HIE and patients’ 
understanding of information. Carers described problems with finding enough time 
to accompany patients to the doctor. Written notes, sent with the patient, were seen 
by some support workers as a full substitute for their attendance. Lastly, patients’ 
autonomy and self-determination in dealing with their own health and health 
information appeared as a fourth theme, discussed as the carers’ difficulty in finding 
the right balance between supporting patients’ autonomy and independence and 
making ‘best interest’ decisions to optimise information exchange with the GP.
Chapter 4
Chapter 4 describes the perspectives of GPs and GP assistants, including their perceived 
HIE facilitators and barriers during and around GP consultations for patients with ID, 
as explored in semi-structured interviews (research question 2). A framework analysis 
approach was applied, resulting in two overarching themes: 1) impaired medical 
history taking and clinical decision making and 2) fragile patient follow-up. Barriers 
within these themes were identified in the form of problematic patient communication 
skills, inadequate collection of information and preparation by professional carers 
prior to the consultation, and gaps in recording and sharing information by carers 
afterwards. These barriers interfered with the collection of sufficient patient 
information for the diagnostic process and the provision of sufficient GP information 
for adequate compliance and follow-up, resulting in a risk of delay in diagnosis and 
treatment, misdiagnosis, unnecessary tests and ineffective treatment regimens. HIE 
facilitators were described mainly in terms of GP adjustments in communication, 
planning of consultations and efforts to compensate for fragile follow-up situations. 
Overall, the results indicated a mismatch between GPs’ expectations about support 
workers’ competencies, responsibilities, and roles in HIE and the setting in which 
support workers operate. A specific consideration of GPs concerned the distribution of 
HIE responsibilities among GPs, patients and support workers.
Chapter 5
Chapter 5 describes the results of a Delphi study that aimed to prioritise the importance 
of actions and organisational factors facilitating HIE, derived from the results of the 
previous studies in this research project (research question 3), and to assess their 
perceived feasibility in daily practice (research question 4). An expert panel of GPs, ID 
physicians and support workers reached agreement on 22 actions and eight 
organisational factors considered most important for adequate HIE regarding GP 
patients with ID who receive care from ID care service providers. These actions and 
factors jointly cover the detection and monitoring of health signs, the preparation for 
a GP consultation, and the exchange of information around a diagnosis and a 
treatment plan. The experts rated 82% of the prioritised actions and factors as (very) 
easy to realise in daily practice. Qualitative analysis of the results showed that the 
experts considered the actions and factors highly interrelated, and the experts 
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expressed a preference for implementing multiple actions and factors simultaneously. 
From these results, it can be noted that HIE facilitating actions should be seen as 
complementary, in the sense that actions produce information to be transferred 
along, and some actions allow subsequent actions to be carried out. The experts, in 
addition, noted that further prioritisation of actions and factors should be based on 
contextual demands.
Chapter 6
In Chapter 6, a general discussion is provided of the main findings of the studies in 
Chapters 2 to 5, including the implications of the findings and a proposed model of 
contextual factors of HIE in GP care for people with ID. 
 The analyses of the literature review (Chapter 2) and the experiences of patients 
and carers (Chapter 3) and GP staff (Chapter 4) allowed a more in-depth view of the 
mechanisms behind HIE, including the features of HIE facilitating or HIE impairing care 
environments. The results of these studies indicate that 1) the extent to which 
patients’ characteristics exert an effect on HIE is highly dependent on how well carers 
and health professionals are able to adjust to these characteristics and 2) adequate 
HIE in GP care for patients with ID is a complex, multi-stage process that is prone to 
uncertainty in the distribution of roles and responsibilities or to potentially conflicting 
expectations with regard to one another’s roles. Within this care setting, patients, 
relatives, support workers and GPs/GP practices cooperate during consecutive stages 
of HIE and may be requested to perform actions that are necessary to facilitate 
follow-up actions by others involved. Disagreement about, or unawareness of, the 
importance of certain HIE actions and roles create the risk of actions not being 
followed through adequately, with subsequent stagnation of information exchange.
 In the Delphi study (Chapter 6), the experts indicated the need to consider 
explicitly the contextual demands with regard to patients and care settings when 
further prioritising actions and organisational factors to improve HIE. The qualitative 
analysis made clear that, to a large extent, it is the organisational environment that 
facilitates or hinders the extent to which carers and health professionals can adapt to 
patients’ HIE characteristics. 
 The contextual factors influencing HIE, as found in the thesis, are translated into 
a dynamic model of contextual determinants of HIE that distinguishes three system 
levels of influence, with the outer levels influencing the inner levels: 1) a micro system 
level, consisting of the characteristics of the individuals involved in HIE during and 
around GP consultations; 2) a meso system level, referring to organisational character-
istics of the direct working or living environment of the persons involved; and 3) a 
macro system level, describing the broader societal context.
 Subsequently, the results of the individual studies in the thesis are placed in a 
broader perspective with a discussion of three areas of dynamics and tension in terms 
of – sometimes contradictory – views and approaches to HIE problems: 1) the dynamics 
between patient autonomy and health information alignment, 2) the dynamics of HIE 
and inter-professional collaboration and 3) the dynamics of generalist care for patients 
with ID.
 Lastly, the strengths and weaknesses of the research studies are addressed, 
followed by recommendations for clinical practice, education practice, policy and 
research, and the final conclusions of this thesis. 
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Samenvatting
Mensen met een verstandelijke beperking (VB) hebben een aanzienlijke gezondheids-
achterstand vergeleken met de algemene bevolking. Het is belangrijk om factoren te 
onderzoeken die van invloed zijn op de gezondheid van mensen met een VB en de 
gezondheidszorg die aan hen wordt verleend.
 Diagnoses worden bij mensen met een VB geregeld gemist of pas in een laat 
stadium gesteld en behandelingen blijken in de praktijk soms moeilijk uit te voeren. 
Dit heeft onder andere te maken met communicatieproblemen tussen mensen met 
een VB en zorgverleners, maar ook met problemen in het overdragen van gezondheids-
informatie tussen zorgverleners onderling. Mensen met een VB kunnen hierdoor minder 
goed profiteren van hulpverleningscontacten en de gezondheidszorg in het algemeen.
 In dit proefschrift is de uitwisseling en de beschikbaarheid van gezondheids-
informatie gekozen als onderwerp van onderzoek, waarbij gezondheidsinformatie 
wordt gezien als een sleutel tot juiste diagnoses, passende behandelingen, therapie-
trouw, en daarmee betere gezondheidszorg en gezondheidsuitkomsten.
Het doel van het onderzoek is tweeledig. Het heeft ten eerste als doel inzicht te 
verkrijgen in de determinanten van gezondheidsinformatieoverdracht (GIO) tussen 
huisartsen, praktijkassistenten, mensen met een VB en personen uit hun steunsysteem 
(professionele begeleiders en hun familieleden). Daarnaast beoogt het onderzoek de 
acties en factoren te identificeren die het meest belangrijk en best haalbaar worden 
geacht ten behoeve van GIO voor deze patiëntengroep. Het overkoepelende doel van 
het onderzoek is processen op te sporen die beïnvloed kunnen worden om de eerste-
lijnszorg aan mensen met een VB te optimaliseren en, in het verlengde ervan, betere 
gezondheidsuitkomsten te bereiken. 
Met betrekking tot deze doelstellingen zijn vier onderzoeksvragen geformuleerd:
1.  Welke thema’s met betrekking tot bevorderende en belemmerende factoren van 
GIO bij huisartsenzorg aan mensen met een VB kunnen worden afgeleid uit de 
literatuur?
2.  Welke ervaringen hebben mensen met een VB, familieleden, begeleiders, huis - 
artsen en praktijkassistenten met de overdracht van gezondheidsinformatie vóór, 
tijdens en na afloop van een huisartsconsult en wat is hierbij belemmerend of 
bevorderend?
3.  Welke acties en factoren die GIO faciliteren, afgeleid van de resultaten van de 
vorige twee onderzoeksvragen, identificeert een expertpanel van huisartsen, 
begeleiders en artsen voor verstandelijk gehandicapten (AVG’s) als meest 
belangrijk voor effectieve uitwisseling van gezondheidsinformatie met betrekking 
tot mensen met een VB die begeleiding ontvangen van een zorginstelling?
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4.  Wat is de haalbaarheid in de dagelijkse praktijk van de geprioriteerde acties en 
factoren, zoals ervaren door een expertpanel van huisartsen, begeleiders en 
AVG’s?
Hoofdstuk 1
In hoofdstuk 1 wordt een algemene inleiding gegeven op het onderwerp GIO en de 
gezondheidsachterstand bij mensen met een VB, inclusief de determinanten hiervan. 
Vervolgens wordt de relatie tussen GIO en toegang tot gezondheidszorg, een 
belangrijke gezondheidsdeterminant, uiteengezet. Onderzoek naar GIO wordt vergeleken 
met naburige onderzoeksgebieden en beschreven in relatie tot mensen met een VB en 
andere kwetsbare groepen. Vanuit dit perspectief worden de doelen en onderzoeks-
vragen voor dit proefschrift geformuleerd.
Hoofdstuk 2
Hoofdstuk 2 bevat een literatuurreview, die weergeeft hoe GIO in eerstelijnszorg aan 
mensen met ID in de literatuur wordt beschreven en welke thema’s met betrekking tot 
bevorderende en belemmerende factoren van GIO kunnen worden afgeleid (onder-
zoeksvraag 1). Voor deze review werd een kwalitatieve analysemethode gebruikt. 
 Bevorderende en belemmerende factoren van GIO kunnen, binnen de context van 
toegang tot gezondheidszorg, worden beschreven aan de hand van zes thema’s: 
1) communicatievaardigheden; 2) het vastleggen van informatie; 3) gezondheidsvaardig-
heden en ‘self advocacy’ (voor jezelf opkomen); 4) kennisniveau van familieleden/
begeleiders en hulpverleners in de gezondheidszorg; 5) rollen van derden die GIO 
faciliteren; en 6) organisatorische factoren met betrekking tot de continuïteit van zorg 
en de planning en voorbereiding van het huisartsconsult. Uit de analyse van de resultaten 
kan een beeld worden geconstrueerd van GIO als een keten van gebeurtenissen 
plaatsvindend vóór, tijdens en na het huisartsconsult, die tezamen een continuüm van 
informatie vormen. De resultaten suggereren dat de precieze zorgcontext invloed 
heeft op hoe sterk of hoe zwak de schakels in deze keten zijn. Op welke wijze de 
verschillende aspecten van deze zorgcontext op elkaar inwerken en hun invloed 
uitoefenen op GIO wordt in de literatuur echter niet beschreven.
Hoofdstuk 3
Hoofdstuk 3 beschrijft de ervaringen van mensen met een VB, familieleden en 
begeleiders met belemmerende en bevorderende factoren van GIO tijdens en rondom 
een huisartsenconsult (onderzoeksvraag 2). Semigestructureerde interviews en focus - 
groepen werden uitgevoerd en geanalyseerd middels de kwalitatieve analysemethode 
‘framework analysis’. 
 De analyse resulteerde in vier thema’s met betrekking tot GIO. Het eerste thema 
betreft het Herkennen en opsporen van gezondheidsproblemen, dat bemoeilijkt kan 
worden vanwege mensen met een VB die zelf geen afwijkende gezondheidssignalen 
opmerken of niet proactief reageren op abnormale symptomen. Belemmerde arts-pa-
tiëntcommunicatie tijdens het consult is een tweede thema, waarbij mensen met een 
VB duidelijk maken dat hoofdzakelijk de communicatiekenmerken van de huisarts de 
wederzijdse uitwisseling en het begrip van informatie belemmeren. Dit geldt des te 
meer als het een voor de patiënt onbekende huisarts betreft, bij wie men moet 
wennen aan een andere communicatiestijl. Familieleden en begeleiders merken op 
dat huisartsen het communicatie- en kennisniveau van de patiënt geregeld verkeerd 
inschatten en hun eigen communicatie niet voldoende aanpassen. Ervaren tijdsdruk 
zorgt ervoor dat patiënten afzien van het vragen van uitleg of meer tijd en dat 
begeleiders en familieleden het gesprek overnemen. Het derde thema behandelt de 
mediërende rollen van begeleiders en familie tijdens het consult ten behoeve van GIO en 
het begrip bij de patiënt. Begeleiders en familieleden beschrijven dat, door gebrek aan 
mogelijkheden om mee naar de huisarts te gaan, de uitvoering van deze rollen onder 
druk staat. Het vierde thema betreft Autonomie en zelfbeschikking bij het managen 
van de eigen gezondheid en gezondheidsinformatie. Zowel familieleden als begeleiders 
bespreken het moeilijke evenwicht tussen enerzijds het bevorderen van privacy, 
autonomie en zelfbeschikking en anderzijds bemoeienis en schending van privacy om 
de overdracht van belangrijke gezondheidsinformatie zeker te stellen.
Hoofdstuk 4
Hoofdstuk 4 beschrijft de perspectieven van huisartsen en praktijkassistenten met 
betrekking tot belemmerende en bevorderende factoren van GIO tijdens en rondom het 
huisartsconsult voor patiënten met een VB, onderzocht middels semigestructureerde 
interviews (onderzoeksvraag 2). Framework analysis werd als analysemethode toegepast, 
wat resulteerde in twee overkoepelende thema’s: 1) Belemmerde anamnese en klinische 
besluitvorming en 2) Kwetsbare follow-up. Belemmerende factoren van GIO binnen 
deze thema’s zijn tekortschietende communicatievaardigheden van mensen met een 
VB, onvoldoende verzameling van informatie en voorbereiding door begeleiders 
voorafgaand aan het consult en lacunes bij het vastleggen en delen van informatie 
door begeleiders na afloop van het consult. Deze factoren belemmeren het verzamelen 
van voldoende diagnostische informatie en het verstrekken van informatie ten 
behoeve van het behandelplan en de monitoring gedurende follow-up. Dit leidt 
volgens de huisartsen tot een verhoogd risico op vertraging bij het stellen van een 
diagnose en het starten van behandeling. Daarnaast ervaart men een hoger risico op 
verkeerde diagnoses, onnodige en belastende onderzoeken en ineffectieve behandel-
regimes. GIO bevorderende factoren werden voornamelijk beschreven in termen van 
aanpassingen in de communicatie en consultplanning door de huisarts en met 
betrekking tot hun inspanningen om te compenseren voor kwetsbare follow-up 
situaties. De resultaten wezen op een mismatch tussen de verwachtingen van de 
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huisartsen over de competenties, verantwoordelijkheden en rollen van begeleiders 
met betrekking tot GIO en wat hiervan in de praktijk realiseerbaar blijkt.
Hoofdstuk 5
Hoofdstuk 5 beschrijft de resultaten van een Delphi-studie, die als doel had de uit de 
eerdere studies afgeleide faciliterende acties en organisatorische factoren te laten 
prioriteren op belangrijkheid (onderzoeksvraag 3) en om hun haalbaarheid in de 
dagelijkse praktijk te laten beoordelen (onderzoeksvraag 4). 
 Een expertpanel van huisartsen, AVG’s en begeleiders bereikte overeenstemming 
over 22 acties en acht organisatorische factoren; deze werden door hen het meest 
belangrijk geacht voor effectieve uitwisseling van gezondheidsinformatie. De 
geprioriteerde acties en factoren omvatten gezamenlijk de opsporing en monitoring 
van gezondheidssignalen, de voorbereiding op een huisartsconsult en de uitwisseling 
van informatie met betrekking tot diagnose en behandelplan. De experts beoordeelden 
82% van de geprioriteerde acties en factoren als (zeer) goed haalbaar in de dagelijkse 
praktijk. Kwalitatieve analyse van de resultaten liet zien dat de experts de acties en 
organisatorische factoren als sterk onderling verweven beschouwen en er de voorkeur 
aan geven meerdere acties en factoren gelijktijdig uit te laten voeren. Uit deze 
resultaten kan worden opgemerkt dat acties die GIO faciliteren als complementair 
moeten worden beschouwd: acties genereren informatie die overgedragen moet 
worden en/of faciliteren de uitvoer van erop volgende acties. De experts voerden 
tevens aan dat verdere prioritering van acties en factoren moet worden gebaseerd op 
eisen die de omgeving ter plaatse stelt.
Hoofdstuk 6
Hoofdstuk 6 bevat een algemene discussie van de belangrijkste bevindingen van de 
studies uit de hoofdstukken 2 tot en met 5, met inbegrip van de implicaties van deze 
bevindingen.
 De analyses van de literatuurstudie (hoofdstuk 2) en van de ervaringen van 
mensen met een verstandelijke beperking, familieleden, begeleiders (hoofdstuk 3) en 
huisartsen en praktijkassistenten (hoofdstuk 4) staan een meer diepgaand beeld toe 
van de mechanismen achter GIO, inclusief de kenmerken van faciliterende of 
belemmerende zorgomgevingen. De resultaten van deze studies wijzen erop dat de 
mate waarin de kenmerken van mensen met een VB effect hebben op GIO sterk 
afhankelijk is van de mate waarin zorgverleners in staat zijn zich aan te passen aan 
deze kenmerken. Daarenboven is adequate GIO in huisartsenzorg aan patiënten met 
een VB een complex proces, verspreid over meerdere fases en  gevoelig voor onzekerheden 
in de verdeling van rollen en verantwoordelijkheden en voor tegenstrijdige 
verwachtingen met betrekking tot elkaars rollen. Binnen deze zorgcontext werken 
mensen met een VB, familieleden, begeleiders en huisartsen/huisartspraktijken 
tijdens de opeenvolgende fasen van GIO samen. Van hen kan worden verlangd acties 
te verrichten die nodig zijn voor follow-up acties van andere betrokkenen. Gebrek aan 
overeenstemming over of besef van het belang van bepaalde acties en rollen creëert 
het risico dat acties niet adequaat uitgevoerd worden, met daaropvolgende stagnatie 
van informatieoverdracht tot gevolg.
 In de Delphi-studie (hoofdstuk 5) geven de experts aan dat de eisen vanuit de 
specifieke zorgcontext (persoon met een VB, steunnetwerk, huisartspraktijk en 
zorginstelling) expliciet in aanmerking moeten worden genomen wanneer men de 
acties en organisatorische factoren verder wil prioriteren. De kwalitatieve analyse 
heeft duidelijk gemaakt dat het in grote mate de organisatorische omgeving is die 
bevordert of verhindert dat begeleiders, huisartsen en praktijkassistenten zich kunnen 
aanpassen aan de GIO belemmerende kenmerken van mensen met een VB. 
 De omgevingsfactoren die GIO beïnvloeden zijn vertaald naar een dynamisch 
model van contextuele determinanten van GIO waarin drie systeemniveaus worden 
onderscheiden en de buitenste niveaus de binnenste niveaus beïnvloeden: 1) een 
micro- systeemniveau, dat bestaat uit de kenmerken van de personen die betrokken 
zijn bij GIO tijdens en rondom het huisartsconsult; 2) een meso-systeemniveau, dat 
verwijst naar de organisatorische kenmerken van de directe werk- of leefomgeving 
van de betrokkenen; en 3) een macro-systeemniveau, waarin de bredere maatschap-
pelijke context wordt omschreven.
 De resultaten van de individuele studies in het proefschrift worden in een breder 
perspectief geplaatst met een bespreking van drie gebieden waarin de dynamiek en 
spanning met betrekking tot GIO samenkomen: 1) de dynamiek tussen autonomie van 
de persoon met een VB en optimale overdracht van gezondheidsinformatie; 2) de 
dynamiek van GIO in relatie tot interprofessionele samenwerking; en 3) de dynamiek 
van de huisartsenzorg aan patiënten met een VB.
 Het proefschrift eindigt met een beschouwing van de sterke en zwakke punten 
van de studies, aanbevelingen voor de klinische praktijk, opleidingspraktijk, beleid en 
onderzoek, gevolgd door de uiteindelijke conclusies van dit proefschrift.
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Het onderzoek in dit boek in eenvoudige taal
Door: Mathilde Mastebroek, Anneke van der Cruijsen en Henk Jansen 
Hoofdstuk 1:
Samen delen van gezondheidsinformatie. Waar gaat dit boek over?
Wat staat er in dit boek?
In dit boek staat een onderzoek opgeschreven. 
Het onderzoek gaat over het samen delen van informatie over de gezondheid 
van mensen met een verstandelijke beperking. 
In dit onderzoek noemen we dit: gezondheidsinformatie. 
Hiermee bedoelen we: informatie over hoe het met iemands gezondheid 
gaat. En over wat er met de huisarts is besproken. 
Waarom is dit onderzoek belangrijk?
Mensen met een verstandelijke beperking hebben een slechtere gezondheid 
dan mensen zonder een verstandelijke beperking. 
Het is belangrijk om te onderzoeken waar dat mee te maken heeft, want dan 
kan hier misschien iets tegen gedaan worden.
 
Voor mensen met een verstandelijke beperking is het vaak lastiger de eigen 
gezondheid in de gaten te houden. Of erover te praten met anderen:
• Je moet weten wat normaal is en wat niet.
• Je moet kunnen herkennen aan je lichaam dat er iets met je aan de hand is.
• Je moet het uit kunnen leggen aan andere mensen die je willen helpen, 
zoals een begeleider, je familie, de huisarts of de doktersassistente.
Daarnaast moeten de mensen die jou kunnen helpen ook goed met elkaar 
praten. Zodat iedereen weet wat er gezegd en opgeschreven is.  
Als dit allemaal minder goed gaat, dan kan het gebeuren dat er pas laat  
hulp komt. 
En dat andere mensen minder goed kunnen helpen om je gezond te laten 
blijven of beter te laten worden.
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Als de huisarts goede informatie heeft, kun je beter geholpen worden. 
En als jij en anderen goede informatie krijgen van de huisarts, kun je beter 
voor jezelf zorgen of laten zorgen. 
Wat waren de doelen van het onderzoek?
De doelen van het onderzoek waren:
• Beter begrijpen hoe een persoon met een verstandelijke beperking,  
de huisarts, begeleiders en familie informatie met elkaar kunnen delen. 
• Beter begrijpen wat helpt en wat niet helpt om informatie met elkaar  
te delen.
• Ontdekken welke punten het belangrijkst worden gevonden bij het delen 
van informatie met elkaar.
  Bij de belangrijke punten gaat het om dingen die mensen moeten doen. 
 Het gaat ook over dingen die goed geregeld moeten zijn. En goed uit te 
voeren in het dagelijks leven. 
Wat wilden we weten?
In ons onderzoek wilden we verschillende dingen weten:
1. Wat is er al door andere onderzoekers geschreven over dit onderwerp?
2. Wat merken mensen zelf als ze informatie met elkaar delen?  
Wat helpt en wat helpt niet bij het goed delen van informatie? 
 Dit vroegen we aan:
 • Mensen met een verstandelijke beperking
 • Begeleiders en familieleden
 • Huisartsen en doktersassistenten
3. Welke punten vinden mensen het belangrijkst bij het delen van 
informatie met elkaar? Het gaat om dingen die mensen moeten doen en 
om dingen die goed geregeld moeten zijn. 
 Dit vroegen we aan:
 • Begeleiders
 • Huisartsen
 •  Speciale artsen voor mensen met een verstandelijke beperking 
(AVG-artsen)
4. Vinden deze mensen de belangrijkste punten ook goed uit te voeren in 
het dagelijks leven?
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Hoofdstuk 2:
Wat hebben andere onderzoekers al geschreven over het samen delen 
van gezondheidsinformatie?
Wat wilden we weten?
Wat is er al door andere onderzoekers geschreven over het samen delen  
van informatie over de gezondheid van mensen met een verstandelijke 
beperking?
Wat hebben we gedaan?
We hebben gezocht in medische tijdschriften en boeken. 
Alle belangrijke stukken tekst over samen informatie delen hebben we onder 
elkaar gezet en met elkaar vergeleken.
Wat zijn we te weten gekomen?
Het samen delen van informatie heeft met 6 onderwerpen te maken:
1. Hoe goed mensen met elkaar kunnen praten
 Dit geldt niet alleen voor mensen met een verstandelijke beperking, 
maar ook voor huisartsen.
2. Opschrijven en opsturen van informatie
 Dit gaat over de informatie die begeleiders en huisartsen op moeten 
schrijven voor zichzelf en voor anderen die het willen lezen. 
3. Om kunnen gaan met informatie en voor jezelf opkomen bij de huisarts
 Dit gaat over informatie die iemand van de huisarts krijgt en wat hij 
ermee doet: 
 o    Begrijpt iemand de woorden van de huisarts?
 o    Durft hij de huisarts te vragen om het beter uit te leggen?
4. Kennis over mensen met een verstandelijke beperking
 Dit gaat over wat familie, begeleiders en huisartsen weten over mensen 
met een verstandelijke beperking:
 o    Begeleiders weten soms te weinig over gezondheid en ziektes en hoe het 
met  
de persoon gaat die ziek is. 
 o    Huisartsen weten soms te weinig over welke ziektes vaker voorkomen bij 
mensen met een verstandelijke beperking. En over hoe je makkelijkere 
taal gebruikt. 
5. Rollen van familie en begeleiders
 Dit gaat over wat familie en begeleiders kunnen doen om te helpen  
als iemand naar de huisarts gaat. 
 Bijvoorbeeld:
 o    Helpen met uitleggen aan de huisarts waar je voor komt en wat er aan  
de hand is.
 o    Na afloop helpen herinneren aan wat er is gezegd en afgesproken  
met de huisarts.
6. Het regelen van de zorg
 Dit gaat over wat er geregeld moet worden bij een bezoek aan de huisarts. 
 Bijvoorbeeld:
 o    Zijn er voldoende begeleiders om mee te gaan?
 o    Bespreek je van tevoren waarom je naar de huisarts wilt en wat je wilt 
vragen?
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Hoofdstuk 3:
Wat merken mensen met een verstandelijke beperking, familie en 
begeleiders als ze gezondheidsinformatie delen met anderen?
Wat wilden we weten?
Wat merken mensen als ze informatie met elkaar delen over de gezondheid 
van mensen met een verstandelijke beperking? Wat helpt en wat helpt niet? 
Wat hebben we gedaan?
We hebben gesprekken gehouden met mensen met een verstandelijke 
beperking, begeleiders en familieleden. 
Alle belangrijke stukken tekst over het onderwerp hebben we onder elkaar 
gezet en met elkaar vergeleken.
Wat zijn we te weten gekomen?
Er zijn dingen die het makkelijker maken om informatie met elkaar te delen. 
Er zijn ook dingen die het moeilijker maken. 
Dat heeft te maken met 4 onderwerpen:
1.  Zien wat iemand met een verstandelijke beperking nodig heeft bij  
de gezondheid
 Dit gaat bijvoorbeeld over:
 o   Samen de gezondheid in de gaten houden van een persoon. 
 o   Besluiten dat iemand naar de huisarts toe moet.
2. Mensen met een verstandelijke beperking en huisartsen praten niet  
goed met elkaar
 Dit gaat bijvoorbeeld over:
 o   De huisarts gebruikt soms te moeilijke taal, of praat te snel of te veel.
 o   Een onbekende huisarts is moeilijker te begrijpen.
 o    Er is te weinig tijd bij de huisarts en mensen durven niet om meer tijd 
te vragen. 
3. Familie en begeleiders helpen bij het praten met de huisarts
 o   Familie en begeleiders helpen bij het praten met de huisarts.
 o   Ze hebben soms geen tijd om mee te gaan naar de huisarts.
 o   Het kan helpen om een briefje mee te geven voor de huisarts.
4. Zelf bepalen en zelfstandig zijn
 Dit gaat over:
 o   Zelf bepalen met wie je over jezelf praat en wat je vertelt.
 o    Wel of niet toestemming geven aan begeleiders om met anderen over  
jou te praten.
 o   Voor familie en begeleiders is het soms lastig: 
  Ze willen mensen helpen dingen zelf te kunnen, met zo min mogelijk hulp.
  Maar, ze willen ook goed voor de persoon met een verstandelijke 
beperking zorgen. 
 Hierdoor is het voor hen soms toch nodig om zich ermee te bemoeien.
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Hoofdstuk 4:
Wat merken huisartsen en doktersassistenten als ze gezondheids-
informatie delen met anderen?
Wat wilden we weten?
Wat merken mensen als ze informatie met elkaar delen over de gezondheid 
van mensen met een verstandelijke beperking? Wat helpt en wat helpt niet? 
Wat hebben we gedaan?
We hebben gesprekken gehouden met huisartsen en doktersassistenten. 
Alle belangrijke stukken tekst over het onderwerp hebben we onder elkaar 
gezet en met elkaar vergeleken.
Wat zijn we te weten gekomen?
Er zijn dingen die het makkelijker maken om informatie met elkaar te delen. 
Er zijn ook dingen die het moeilijker maken. 
Dat heeft te maken met 2 grote onderwerpen:
1.  Voor huisartsen is het moeilijk goede informatie te krijgen
 Mensen met een verstandelijke beperking kunnen soms niet goed praten 
met de huisarts. 
 Begeleiders die mee gaan naar de huisarts weten soms niet wat er 
speelt.
 De huisarts kan dan niet goed ontdekken wat er aan de hand is.
 Ook is het moeilijker om samen een plan te maken over wat er moet 
gebeuren.
 Hierdoor duurt het soms langer voordat de problemen duidelijk zijn en de 
persoon geholpen wordt.
2. Na afloop van het bezoek aan de huisarts kunnen nog veel dingen mis gaan
 De informatie die de huisarts mee geeft komt niet goed bij iedereen terecht.
 Er wordt dan thuis niet gedaan wat er met de huisarts is afgesproken.
 Hierdoor wordt de persoon minder goed geholpen.
De huisartsen proberen extra dingen te doen om te helpen. Bijvoorbeeld:
o   Meer tijd nemen
o   Makkelijkere taal
o   Begeleiders of familie opbellen
De huisartsen verwachten dat begeleiders meer doen om de huisarts te 
helpen. Bijvoorbeeld: mee komen naar de huisarts, of informatie van de 
huisarts goed opschrijven. Ze willen dat begeleiders zich ook verantwoorde-
lijk voelen voor het samen delen van alle informatie. 
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Hoofdstuk 5:
Wat vinden begeleiders en artsen het belangrijkste voor het samen 
delen van gezondheidsinformatie?
Wat wilden we weten?
Als mensen goed informatie met elkaar willen delen zijn er dingen die 
mensen moeten doen en dingen die goed geregeld moeten zijn. 
Welke dingen vinden begeleiders en artsen het allerbelangrijkst om te doen  
of te regelen?
En vinden zij de belangrijkste punten ook goed uit te voeren in het dagelijks 
leven?
Wat hebben we gedaan?
We hebben deze vragen gesteld aan:
 •   Begeleiders
 •   Huisartsen
 •    Speciale artsen voor mensen met een verstandelijke beperking 
(AVG-artsen)
De vragen konden ze op de computer invullen. 
Wat zijn we te weten gekomen?
De mensen die meededen vonden 22 dingen het allerbelangrijkst om te doen 
bij het delen van informatie. Bijvoorbeeld:
 o    Ga je zonder een begeleider naar de huisarts? Praat dan van te voren 
samen over wat er aan de huisarts moet worden verteld en gevraagd.
 o    Aan het eind van het gesprek met de huisarts vraagt de huisarts, of 
een begeleider, of alles duidelijk genoeg was.
Verder vonden ze 8 dingen het allerbelangrijkst om geregeld te hebben. 
Bijvoorbeeld:
 o    De zorgorganisatie zorgt ervoor dat begeleiders op een makkelijke 
manier informatie in de computer op kunnen schrijven. En terug 
kunnen vinden.
 o    Er zijn in ieder geval 2 begeleiders in het team die de persoon met een 
verstandelijke beperking al goed kennen. 
De mensen die meededen vonden bijna alle punten goed uit te voeren in het 
dagelijks leven.
Verder noemden ze dat eigenlijk alles wat belangrijk is ook gedaan en 
geregeld moet worden. Het helpt niet om maar een paar dingen te doen of 
te regelen. Ze zeggen: 
 o   Je moet elke keer kijken wat er het hardst nodig is. 
 o    Dit hangt vooral af van wat de persoon met een verstandelijke beperking 
zelf kan. 
 o    En het hangt af van de plek waar begeleiders en artsen werken  
en hoe het daar geregeld is.  
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 o    De huisarts verwacht dat een begeleider meer kan vertellen over de 
persoon met een verstandelijke beperking. Maar de begeleider is net op 
vakantie geweest  
en heeft nog niet alles kunnen lezen.
Verder is het belangrijk dat iedereen afspreekt hoe ze informatie met  
elkaar willen delen. Bijvoorbeeld: bellen, mailen, een briefje meegeven of 
altijd iemand meenemen naar de huisarts. 
Wat helpt wel en wat helpt niet om informatie met elkaar te delen?
Hoe goed of minder goed het gaat hangt af van verschillende dingen:
Het hangt af van wat de persoon met een verstandelijke beperking zelf kan.
Maar het hangt ook af van hoe goed anderen rekening houden met wat de 
persoon wel of niet zelf kan.
Familie, begeleiders en mensen uit de huisartsenpraktijk kunnen beter 
rekening houden met de persoon als ze hier zelf bij geholpen worden.
Het helpt bijvoorbeeld als er genoeg tijd is bij de huisarts. En als de huisarts 
het van iemand hoort als hij of zij te ingewikkeld praat.
Het helpt ook als een begeleider en huisarts via de telefoon of de mail elkaar  
kunnen spreken.
Dit kan alleen als de persoon met een verstandelijke beperking hiervoor 
toestemming geeft. 
En de huisarts moet ook weten wie hij of zij kan bellen om te overleggen. 
Belangrijke onderwerpen om verder over na te denken
We hebben 3 onderwerpen opgeschreven die belangrijk zijn om verder over 
na te denken:
1. Zelf bepalen en zelfstandig zijn
 Voor iedereen is het belangrijk zelf dingen te kunnen bepalen en zelfstandig 
te zijn. 
 Dit geldt dus ook voor mensen met een verstandelijke beperking. 
 Voor mensen die willen helpen kan dit soms lastig zijn: soms nemen ze 
teveel over en soms doen ze juist te weinig. 
Hoofdstuk 6:
Alle hoofdstukken samen. Wat zijn we te weten gekomen?
Wat wilden we aan het begin van het onderzoek weten?
Met dit onderzoek wilden we beter begrijpen hoe een persoon met een 
verstandelijke beperking, de huisarts, begeleiders en familie gezondheids-
informatie met elkaar kunnen delen.
We wilden weten wat helpt en wat niet helpt om gezondheidsinformatie 
met elkaar te delen.
Daarnaast wilden we weten welke punten het belangrijkst worden gevonden 
bij het delen van informatie met elkaar. En of het goed uit te voeren is in het 
dagelijks leven. 
Dit wilden we weten, omdat het belangrijk is: 
 •   Als de huisarts goede informatie heeft, kun je beter geholpen worden. 
 •    En als jij en de mensen die jou ondersteunen goede informatie krijgen 
van de huisarts, kun je beter voor jezelf zorgen of laten zorgen. 
Wat zijn we aan het eind van het onderzoek te weten gekomen?
Nu het onderzoek klaar is, weten we meer over het samen delen van 
gezondheids informatie. 
Samen gezondheidsinformatie delen is ingewikkeld
Het samen delen van gezondheidsinformatie is ingewikkeld. 
Het moet namelijk op verschillende momenten gebeuren. 
En er zijn veel mensen mee bezig. 
Hierdoor kan er snel iets mis gaan. Bijvoorbeeld:
 o    Mensen weten niet dat ze iets hadden moeten doen om de informatie 
goed met elkaar te delen. 
 o   Mensen voelen zich niet verantwoordelijk om het te doen.
 o    Er is een misverstand: de ene persoon dacht dat de andere persoon 
het wel zou regelen.
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Mensen met een verstandelijke beperking en hun familie kunnen ook  
dingen leren. Bijvoorbeeld hoe je zorgt dat je goed weet wat je wilt zeggen 
en vragen bij de huisarts. 
Het helpt als mensen hier thuis al mee kunnen oefenen, bijvoorbeeld met 
een spel op de computer. 
Tips voor mensen die regels moeten maken voor organisaties
Huisartsen hebben het erg druk. 
Andere mensen zouden de huisarts kunnen helpen om dingen te regelen 
voor mensen met een verstandelijke beperking. 
Bijvoorbeeld speciale verpleegkundigen die werken bij de instelling waar de 
persoon met een verstandelijke beperking woont. 
Conclusies 
Het samen delen van gezondheidsinformatie is ingewikkeld. 
Hierdoor kan er snel iets mis gaan. 
De gezondheid van mensen met een verstandelijke beperking kan hierdoor 
slechter worden.
Hoe goed het lukt om samen informatie te delen hangt af van verschillende 
dingen:
 •    Het hangt af van wat de persoon met een verstandelijke beperking 
zelf kan.
 •    Het hangt ook af van hoe goed anderen rekening houden met wat de 
persoon wel of niet zelf kan.
 •    Familie, begeleiders en mensen uit de huisartsenpraktijk kunnen beter 
rekening houden met de persoon als ze hier zelf bij geholpen worden.
Het is belangrijk dat alles goed georganiseerd is. 
Begeleiders en huisartsen kunnen dan beter hun werk doen. 
Verder is het heel belangrijk om goed met elkaar samen te werken. 
Dat betekent vooral: opletten wat jijzelf kan doen en wat een ander kan 
doen om informatie goed te delen met elkaar. En hierover praten met elkaar. 
2. Samenwerken 
 Mensen die een persoon met een verstandelijke beperking ondersteunen 
moeten goed samenwerken. Ook als je niet hetzelfde beroep hebt, of als 
je elkaar weinig ziet of spreekt. 
3. Hoe huisartsen het beste hun werk kunnen regelen
 Huisartsen hebben het vaak erg druk. 
  Ze krijgen ook steeds meer patiënten die meer tijd nodig hebben. Of 
patiënten voor wie extra dingen geregeld moeten worden. 
 Hoe kunnen zij het beste hun werk regelen?
Tips en adviezen voor anderen
Tips voor mensen die in de zorg werken
 •    Mensen met een verstandelijke beperking hebben extra tijd nodig bij 
de huisarts. 
 •   Het helpt als ze zo veel mogelijk dezelfde huisarts hebben.
 •    Huisartsen moeten vragen stellen over wat de persoon met een 
verstandelijke beperking zelf kan en wat hij of zij nodig heeft bij het 
praten. 
 •    Huisartsen moeten weten welke begeleiders en familieleden helpen 
bij de gezondheid van de persoon. 
 •    Zorginstellingen moeten zo veel mogelijk zorgen voor vaste 
begeleiders. Begeleiders moeten genoeg tijd krijgen:
 o   Om mee te kunnen naar de huisarts.
 o   Om te bellen met familieleden en de huisartspraktijk.
 o   Om met elkaar te praten.
 o   Om alles goed op te schrijven en door te lezen.
Tips voor de opleiding van begeleiders en dokters
Begeleiders en dokters moeten goed leren samenwerken. 
Dit kunnen ze leren als ze nog op school zitten of als ze een cursus volgen. 
Ze moeten dan leren over:
 o  Wie wat moet doen bij het samen delen van informatie.
 o  Hoe je zorgt dat je hier samen goed afspraken over maakt.
 o   Wat voor hulp iemand met een verstandelijke beperking nodig heeft 
bij het praten met de huisarts.
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Dankwoord 
Op deze plek wil ik graag mijn dank uitspreken aan een groot aantal mensen dat mij 
enorm heeft geholpen tijdens de uitvoering van dit onderzoek en het afronden van 
mijn proefschrift. 
Als eerste, Jenneken Naaldenberg, mijn dagelijks begeleider. Je deur stond altijd open 
voor me en in je steun en begeleiding waardeerde ik je enthousiasme, aandacht en 
inventiviteit. Observerend, uitnodigend en uitdagend tegelijkertijd, en op een niet- 
directieve manier de weg wijzend stond je me terzijde. (Ik stel me voor dat de 
vergelijking met het ‘Natural horsemanship’ niet vergezocht is ;-) ).
Mijn beide promotores, prof.dr. Henny van Schrojenstein Lantman-de Valk en prof. 
dr. Toine Lagro-Janssen, enorm bedankt voor jullie niet aflatende steun. Henny, 
je enthousiasme was ontzettend aanstekelijk en je doorzettingskracht en intrinsieke 
gedrevenheid zijn altijd een voorbeeld voor me geweest. Je interesse in mijn thuis- 
wereld en werk als AVG heb ik erg gewaardeerd, evenals je warsheid van politieke 
spelletjes en holle retoriek. Toine, bedankt voor je tomeloze energie, je gedrevenheid 
en persoonlijke betrokkenheid, je met zorg uitgezochte boeken voor mijn verjaardag, 
je snelle reacties op mijn werk en je met scherpe aandacht uitgevoerd commentaar. 
Geraline Leusink, als tweede copromotor was je betrokken bij het laatste deel van mijn 
promotie. Het was fijn om jouw extra perspectief erbij te hebben en je enthousiasme 
te ervaren bij het onderzoeksonderwerp. Bedankt voor je expliciet uitgesproken 
vertrouwen in mij en je uitbundigheid bij het vieren van een geaccepteerd artikel. 
De leden van de manuscriptcommissie, prof.dr. Marcel Olde Rikkert, prof.dr. Job 
Metsemakers en prof.dr. Jany Rademakers wil ik graag danken voor hun aandacht en tijd 
bij het beoordelen van mijn manuscript. Ook de aanvullende leden van de promotie-
commissie, prof.dr. Enny Das, dr. Annette van der Putten en dr. Dederieke Maes-Festen 
dank ik hartelijk voor hun tijd en inspanningen.
Lidwien Bernsen, je kunt min of meer de geestelijk moeder van dit proefschrift worden 
genoemd: je gesprek met Henny over je eigen praktijkervaringen met patiënten met 
een verstandelijke beperking zijn direct aanleiding geweest voor het opstellen van een 
onderzoeksvoorstel over informatieoverdracht. Wat ontzettend fijn dat je gedurende 
het praktijkproject ‘Eerstelijnszorg op maat voor mensen met een verstandelijke 
beperking’ een belangrijke rol hebt willen spelen en je praktijk ‘t Gasthuis in Gemert 
hebt willen openstellen. Ook de organisaties Diomage (nu ORO), Driestroom en Wijk-
gezondheidscentrum Lindenholt wil ik erg bedanken voor hun deelname aan het 
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 praktijkproject, evenals alle deelnemers van de klankbordgroepen, de kernteamleden 
en de honderd geïnterviewden in onze studie. Zonder jullie was dit onderzoek 
überhaupt niet mogelijk geweest en ik waardeer jullie geïnvesteerde tijd ontzettend. 
Het belangeloos vrijmaken van tijd voor wetenschappelijk onderzoek is nooit vanzelf-
sprekend en kan niet vaak genoeg geprezen worden.
Francine van den Driessen Mareeuw, je bent tegelijk met mij gestart bij ‘Geneeskunde 
voor mensen met een verstandelijke beperking’ en we zijn samen opgetrokken bij de 
interviews, de analyses, de klankbordgroepbijeenkomsten, etc. Bedankt voor je gezellige 
gezamenlijke ritten door het land, het samen groeien in het onderzoek en je kritische 
en humoristische ‘waarom’-vragen, waarmee je een leuk en prettig klankbord voor mij 
was.
Mijn collega-artsen bij Pluryn wil ik bedanken voor hun flexibiliteit en interesse in 
waar ik mee bezig was, en zes van hen specifiek voor het enthousiast meehelpen bij 
het testen van mijn vragenlijsten. Ook andere (oud-)collega’s bij Pluryn wil ik noemen, 
zoals Toon Rutjes die me, sinds de leerstoel in Nijmegen er was, bij elk functionerings-
gesprek vroeg of ik geen interesse zou hebben om te gaan promoveren. Agnes Vis, 
bedankt voor je steun en betrokkenheid, ook nog na het afronden van mijn opleiding 
tot AVG. Ignace Vermaes, bedankt voor het meedenken bij een goede constructie om 
het werknemerschap bij Pluryn en promotiewerk effectief te blijven combineren. 
Ook enkele anderen die hierbij welwillend hebben meegewerkt, zoals Marieke Kivits 
en Riek de Vries, ben ik zeer erkentelijk. Ik dank ook al mijn andere collega’s bij Pluryn 
die mij elke dag doen beseffen dat goede zorg alleen kan ontstaan door een gemeen-
schappelijk gevoelde drive om ‘goed’ te doen, persoonlijke belangen opzij te zetten, 
verbinding te zoeken en aandacht voor elkaar te hebben. 
Mijn buurman, Barrie Needham, dank ik voor het dubbelchecken van de naar het 
Engels vertaalde citaten. Catherine O’Dea, thank you for your English text editing 
work. You are everything an indecisive researcher and perfectionist could wish for: 
apt, friendly and very accurate. 
Mijn collega promovendi van de afgelopen jaren, Lotte, Noortje, Marloes, Esther, 
Tessa, Cis en Kristel: dankzij jullie werd promotieonderzoek doen geen eenzaam 
traject, maar een ontzettend gezellige en saamhorige teamaangelegenheid. We delen 
met elkaar het gevoel dat al ons onderzoek er ontzettend toe doet, en dat is een 
fantastisch gevoel. Hilde, wat ontzettend fijn dat jij op onze afdeling was en me zo 
enorm hebt geholpen bij mijn laatste studie. Anja, bedankt voor je altijd goede, 
opgeruimde humeur en gezellige aanwezigheid. Daarnaast ben je ook nog een 
fantastische secretaresse. Anneke en Henk, jullie zijn onmisbaar op onze afdeling en 
leren ons elke week weer hoe belangrijk het is om als onderzoekers en ervarings-
deskundigen samen te werken.
Ik bedank ook graag mijn vrienden, die op verschillende manieren steunend zijn 
geweest. Baukje en Judith, voor jullie trouw, trots, liefde en vriendschap; Archie, voor 
het samen delen van de leuke, maar ook de frustrerende kanten van kwalitatief 
onderzoek en het als vrienden samen opgaan in ons leven en werk, al sinds ons 
 introductieweekend als eerstejaars studenten; Margot, voor het delen van de dokters-
ervaringen met patiënten die soms het uiterste van je vragen en het inzien van de lol 
daarvan. Martine, voor het voorbeeld dat je bent geweest als doorzetter en voor je 
interesse in hoe het mij en Neelke vergaat. Brigitte, voor je koppen thee en liefdevolle 
aandacht, altijd. Machteld en Michel, voor het samen lachen om de gekke situaties in 
ons werk en thuisleven, voor de vriendschap en het genieten van mooie dingen. 
Bedankt dat jullie mijn paranimfen willen zijn. 
Papa, mama, Niels, Mirjam, Dirk-Jan, Matthijs, Andrike, Yahyah, Henk, Janny, Petra, 
Hette, Teun, Freek, Elisa en Koen: bedankt voor jullie liefde en steun. Het is fijn en ik 
ben er trots op om jullie als (schoon)familie te hebben. 
Neelke, tenslotte: hoe ontzettend fijn is het toch elke dag om jouw vrouw te zijn. 
Verwondering, vertrouwen en blijdschap, nog altijd.
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In 1995 behaalde zij haar VWO diploma aan het Christelijk Streeklyceum te Ede en 
aansluitend begon zij met de studie geneeskunde aan de Katholieke Universiteit 
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promotietraject bij de academische werkplaats Sterker op Eigen Benen, waarin zorg-
instellingen voor mensen met een verstandelijke beperking samenwerken met het 
Radboudumc ten behoeve van onderwijs, patiëntenzorg en onderzoek. Vanaf 2015 
combineerde zij het werk als AVG en promovendus met een 0,2 fte onderwijs-
aanstelling als coördinator onderwijs bij de sectie ‘Geneeskunde voor mensen met 
een verstandelijke beperking’ van de afdeling Eerstelijnsgeneeskunde, Radboudumc, 
Nijmegen.
Momenteel werkt zij als AVG bij Pluryn, Nijmegen, en als arts-docent bij de afdeling 
Eerstelijnsgeneeskunde, met het aandachtsgebied ‘medische zorg aan mensen met 
een verstandelijke beperking’. 
Mathilde is getrouwd met Neelke Doorn en woont in Nijmegen.   
RIHS PHD PORTFOLIO
Name PhD candidate: 
M Mastebroek
Department: 
Primary and Community Care 
Graduate School: 
Radboud Institute for Health Sciences
PhD period: 01-11-2011 – 30-11-2016 (0,6 fte)
Promotors:
Prof. dr. Henny van Schrojenstein Lantman – de Valk 
Prof. dr. Toine Lagro – Janssen
Co-promotors: 
Dr. Ir. Jenneken Naaldenberg 
Dr. Geraline Leusink
Year(s) ECTS
TRAINING ACTIVITIES
a) Courses & Workshops
- Qualitative Research Methods in Health Care (CaRe) 2011 0.6
- RIHS Introduction course for PhD students 2012 1.1
- Pubmed Introduction course 2012 0.1
- Basic Course Organization of Clinical Scientific Research (BROK course) 2012 1.5
- Medical writing 2012 0.1
- Design and implementation of a PhD project 2012 3.0
- Academic writing 2013 3.0
- Clinimetrics (EpidM) 2013 0.9
- Presentation Skills 2014 1.5
- Methods of Health Services Research (Erasmus Summer Programme) 2015 0.7
- Teaching course: ‘Werkgroepen begeleiden’ (PAO Heyendael) 2015 0.3
- Career management for PhD candidates 2016 0.6
b)  Seminars & lectures, oral presentations and poster presentations
-  Meetings regional network of Intellectual Disability (ID) physicians, 
ID interest groups, ID care service providers and branche 
organisation (VGN),  ZonMw, and department of Primary and 
Community Care, Radboudumc, oral (16) and organisation workshops (3)
2011–2016 6.85
- Journal club, Department Primary and Community Care 2011–2016 1.0
-  Meeting Academic Training Programme ID Psychiatrists and 
Camden/ Islington Learning Disabilities Service, London, oral (3)
2015 1.0
- Annual CaRe days 2016 0.5
c) Symposia & congresses, oral presentations and poster presentations
- Symposium Dutch Association of ID physicians (NVAVG), Rotterdam, oral 2011–2015 0.5
- Congresses ZonMw/Vilans, Utrecht, oral (2) and workshop organisation 2011–2015 1.5
-  Research day VGN/Vilans, Bussum, poster 
Research day Dutch College of GPs (NHG), Maastricht, oral 
Research day NHG, Groningen, poster 
2012–2014 1.25
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-  Congress International Association on the Scientific Study of 
Intellectual and Developmental Disabilities (IASSIDD), Halifax, 
Canada, oral
2012 1.25
-  Symposium Gender-Sensitive Medicine, Radboudumc, poster 2013 0.5
-  Congress of the European Association for Mental Health in 
Intellectual Disability (EAMHID), Estoril, Portugal, oral
2013 1.25
-  Conference IASSIDD Health Special Interest Research Group (SIRG), 
Nijmegen, poster and workshop organisation
2013 1.75
-  Congress IASSIDD, Vienna, Austria, oral 2014 1.25
-  Congress IASSIDD, Melbourne, Australia, oral (2) 2016 1.75
d) Other
-  Committee membership
Guidelines:
Verenso, advisory group ‘Multidisciplinaire Richtlijn Pijn, Herkenning en 
behandeling van pijn bij kwetsbare ouderen’
Trimbos & V&VN, ‘Richtlijn Signalering van pijn bij mensen met een 
verstandelijke beperking’
Awarded grant proposals:
ZonMw (2011, Programme ‘Op één Lijn’, 124.722)
CZ fonds (2011, 186.034)
External research projects:
Vilans / Pharos, project ‘Laaggeletterdheid is van gewicht’ (FNO (2015, 
Fonds NutsOhra; Programma ‘Gezonde toekomst dichterbij’,  370.000)
2011–2014
2011
2015–present
2.0
1.0
1.0
-  Coordinator 3-year project, including organisation 1-day conference 2011–2014 2.0
-  Reviewing scientific papers for multiple journals 2012–present 0.2
-  Research visit Centre for Intellectual and Developmental Disabilities 
Research, University College London
2015 3.75
TEACHING ACTIVITIES
e) Lecturing
-  ID physician residency programme, Erasmusmc, Rotterdam and 
Master Health and Society, Wageningen University and Research, 
guest lectures
2010–2016 1.7
-  Bachelor and Master Medicine, Radboudumc, lectures ID medicine 2011–2014 2.0
-  Residency programmes GPs and Elderly Care physicians, 
Radboudumc, guest lectures ID medicine
2015–present 1.5
-  Post degree training GPs, ‘Warffum nascholing Twente’, workshops 2016 1.7
f) Supervision of internships / other
-  Supervision research internships (2) 2012, 2014 2.0
TOTAL 52.6
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Appendix A   Prioritised set of actions and factors facilitating health information 
exchange in primary care for people with intellectual disabilities.
Section 1 Detecting and monitoring aberrant health signs
1 A support worker helps to judge the severity of the client’s health complaints and, 
if necessary, initiates a doctor’s visit.
2 A support worker discusses the client’s deterioration in health signs with 
colleagues face-to-face or by phone. 
3 A support worker and the client’s relative contact each other in the event of signs 
indicating a deterioration in the client’s health.
4 A support worker records his observations of signs that could indicate a 
deterioration in the client’s health. 
5 In the event of a client with mild/moderate ID having worries or questions about 
his own health, he initiates a conversation on this topic in the company of a 
support worker or family carer. 
Section 2 Organising and preparing for a doctor’s appointment
6 A client who visits his GP without a support worker discusses the course and 
nature of his health complaints, including the questions he has, with a support 
worker prior to the consultation. 
7 Prior to the consultation, a support worker and the client together rehearse the reason 
for the encounter and relevant health complaints, e.g. in the form of role play. 
8 Prior to the consultation, a support worker contacts the client’s relatives to ask 
whether they have additional health information or questions with regard to the 
client’s health. 
9 With each medical consultation, a support worker provides the GP with a written 
summary of the course and nature of the client’s health complaints and related 
questions, regardless of whether or not he attends the consultation. 
10 If a person with ID is involved, a support worker requests a double appointment  
by default. 
Section 3 Establishing a diagnosis and appropriate treatment plan
11 During the medical consultation, a support worker clarifies, if necessary, the reason 
for the encounter and the request for help. 
12 During the medical consultation, a support worker provides, if necessary, additional 
information on the nature and course of the health complaints.
13 During the medical consultation, a support worker ‘translates’ (clarifies) 
information for both the client and the GP. 
14 The GP adjusts his communication level to that of the patient, either with or 
without a support worker’s advice.
Section 4 Transfer of information from the consultation to the patient’s home 
setting and support system
15 During the medical consultation, either the GP or an attending support worker 
checks whether the client with mild/moderate ID has understood what has been 
explained. 
Appendix A   Continued.
16 In the absence of a support worker or family carer attending the consultation, a GP 
or practice assistant provides consultation information to the patient in writing. 
17 A GP adjusts his communication level to that of the patient, either with or without 
a support worker’s advice. 
18 A support worker who attends the medical consultation ensures the transfer of 
information from the consultation to the client’s home setting, e.g. by making 
notes. 
Section 5 Processing of information for correct execution of a doctor’s treatment plan
19 After the medical consultation, a support worker discusses with the client with 
mild/moderate ID the diagnosis, the treatment plan and which health signs are to 
be monitored. 
20 A support worker records the health complaints and health signs to be monitored 
for colleagues, relatives and/or for the person with mild/moderate ID. 
21 A support worker and the client’s relatives inform each other of the fact that the 
client has visited the GP. 
22 The GP practice requests a support worker to accompany the client to subsequent 
medical consultations when his absence during a consultation was regretted by 
the client and/or the GP.
Section 6 Organisational factors: continuity of carers and access to carers
23 A team of support workers includes at least two persons who have known the 
client for some time. 
24 The GP practice and relatives are able to reach the team of support workers by 
phone between 8 a.m. and 8 p.m.
25 A team of support workers is composed of more than 50% non-temporary workers.
26 The medical consultation takes place with a GP who is familiar to the client. 
27 Contact information of one or more support workers and/or relatives has been 
recorded on the GP patient record system. 
Section 7 Organisational factors: residual items
28 The GP practice and the ID care service provider have arranged how and in which 
situations they exchange health information on clients. 
29 The ID care service provider has a client record system that is efficient for support 
workers to report into, e.g. organised, not time-consuming, a separate section to 
record health information, etc.
30 The ID care service provider schedules small shift overlaps to enable support 
workers to exchange information orally and in writing at the start and the end of 
each shift. 
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Appendix B   Geprioriteerde set met acties en organisatorische factoren die 
gezondheidsinformatieoverdracht faciliteren in eerstelijnszorg aan 
mensen met een verstandelijke beperking.
Sectie 1  Opsporen en monitoren van afwijkende gezondheidssignalen
1 Een begeleider helpt bij het inschatten van de ernst van de klachten en doet zo 
nodig het voorstel tot het maken van een afspraak bij de huisarts, als een cliënt dit 
niet zelf al gedaan heeft.
2 Een begeleider bespreekt signalen die kunnen wijzen op een slechtere gezondheid 
bij een cliënt telefonisch of face-to-face met collega’s.
3 Een begeleider en familielid nemen met elkaar contact op als er signalen worden 
waargenomen die kunnen wijzen op een slechtere gezondheid bij een cliënt.
4 Een begeleider noteert in de rapportage zijn waarnemingen van signalen die 
kunnen wijzen op een slechtere gezondheid bij een cliënt.
5 Een cliënt met lichte/matige VB start zelf een gesprek over zijn gezondheid met 
begeleiders of familieleden als hij zich zorgen maakt of vragen heeft.
Sectie 2  Organisatie en voorbereiding van het huisartsconsult
6 Een cliënt die zonder begeleider naar de huisarts gaat bespreekt vooraf met een 
begeleider wat zijn klachten zijn, het beloop hiervan en vragen die hij hierbij heeft.
7 Een begeleider oefent, voorafgaande aan het consult, samen met een cliënt met 
lichte/matige VB het bespreken van de klachten en de hulpvraag (bijvoorbeeld in een 
rollenspel).
8 Een begeleider vraagt, voorafgaande aan het consult, aan familieleden of zij 
aanvullende informatie of vragen hebben over de gezondheidsklachten bij een cliënt.
9 Een begeleider zorgt ervoor dat de huisarts bij het consult een schriftelijke 
samenvatting ontvangt met informatie over de klachten, het beloop hiervan en de 
vragen hierbij. Dit ongeacht of er een begeleider mee zal gaan naar de huisarts of 
niet.
10 Een begeleider vraagt voor een cliënt standaard een dubbel consult.
Sectie 3  Vaststellen van een werkdiagnose en bijpassend behandelplan
11 Een aanwezige begeleider verduidelijkt zo nodig de reden van komst en de 
hulpvraag tijdens het consult.
12 Een aanwezige begeleider geeft zo nodig aan de huisarts aanvullende informatie 
over de aard en het beloop van de klachten.
13 Een aanwezige begeleider ‘vertaalt’ (verduidelijkt) over en weer informatie van de 
cliënt en de huisarts.
14 Een huisarts stemt zijn communicatie af op het communicatieniveau van de cliënt, 
al dan niet op basis van advies hierover door een aanwezige begeleider.
Sectie 4   Overdracht van informatie uit het consult naar de thuissetting van de 
patiënt en het steunsysteem
15 Een huisarts of aanwezige begeleider controleert tijdens het consult of de cliënt 
met lichte/matige VB begrijpt wat hem zojuist verteld is.
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16 Een huisarts/praktijkassistent geeft bij een cliënt die zonder begeleider/familielid is 
gekomen geschreven informatie mee naar huis. 
17 Een huisarts stemt zijn communicatie af op het communicatieniveau van de cliënt, 
al dan niet op basis van advies hierover door een aanwezige begeleider.
18 Een aanwezige begeleider zorgt ervoor dat de besproken informatie uit het consult 
meegenomen wordt naar de thuissituatie van de cliënt, bijvoorbeeld in de vorm 
van aantekeningen.
Sectie 5   Afhandeling van informatie uit het consult ten behoeve van de uitvoering 
van het behandelplan
19 Een begeleider bespreekt het consult na met de cliënt met lichte/matige VB: wat 
de diagnose en het behandelplan zijn, en welke signalen in de gaten gehouden 
moeten worden.
20 Een begeleider schrijft de gezondheidsklachten en –signalen die gevolgd moeten 
worden op voor collega’s, familieleden en/of voor de cliënt met lichte/matige VB.
21 Begeleiders en familieleden van de cliënt informeren elkaar over het feit dat de 
huisarts is bezocht.
22 De huisartspraktijk roept begeleiders op de volgende keer met de cliënt mee te 
komen als bij een consult de aanwezigheid van een begeleider werd gemist door de 
cliënt en/of de huisarts.
Sectie 6   Organisatorische factoren: Continuïteit en bereikbaarheid  
van hulpverleners
23 In het begeleidingsteam zijn minstens 2 begeleiders die de cliënt al langere tijd 
kennen.
24 De huisartspraktijk en familieleden kunnen tussen 8:00 en 20:00 een begeleider 
van het begeleidingsteam van een cliënt telefonisch bereiken.
25 Het begeleidingsteam van een groep cliënten bestaat voor meer dan de helft uit 
vaste medewerkers.
26 Het consult vindt plaats bij een voor de cliënt vertrouwde huisarts.
27 In het huisartsinformatiesysteem (HIS) staan contactgegevens van een of meerdere 
begeleiders/familieleden van de cliënt.
Sectie 7   Overige organisatorische zaken met betrekking tot de huisartspraktijk / 
zorginstelling
28 De huisartspraktijk en de zorginstelling hebben afspraken over hoe en wanneer ze 
onderling contact hebben en informatie uitwisselen over cliënten.
29 De zorginstelling heeft een rapportagesysteem waarin begeleiders efficiënt kunnen 
rapporteren (bijvoorbeeld overzichtelijk, weinig arbeidsintensief, een aparte plek 
voor gezondheidsinformatie, etc.).
30 De zorginstelling zorgt voor een korte overlap in elkaar opvolgende diensten van 
begeleiders, zodat zij tijd beschikbaar hebben voor mondelinge overdracht en het 
schrijven en lezen van rapportage aan het begin en het einde van een dienst.

